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A.	  ACCOMPANYING	  EVIDENCE	  OF	  PRACTICE	  	  Nine	  films	  presented	  as	  video	  files	  on	  a	  memory	  stick.	  Duration	  approximately	  46-­‐90.’	  Password:	  author’s	  full	  name,	  lower	  case,	  no	  spaces.	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BREAST	  CANCER	  AND	  DEFINITIONS1	  	  Breast	  cancer	   is	   the	  most	  common	  cancer	   in	   the	  UK	  with	  50,285	  new	  cases	  of	  invasive	  breast	   cancer	   and	  5,765	  of	   in-­‐situ	   (early)	   breast	   cancer	  diagnosed	   in	  2011.	  The	  life-­‐time	  risk	  for	  a	  woman	  developing	  the	  disease	  is	  1	  in	  8,	  and	  for	  a	  man	  1	  in	  868.	  	  	  Whilst	  a	  single	  diagnostic	  label,	  breast	  cancer	  is	  a	  highly	  heterogeneous	  disease	  with	  many	  variants	  in	  tumour	  type,	  stage	  of	  development	  and	  rate	  of	  growth,	  as	  well	  as	  likelihood	  of	  spreading	  beyond	  the	  breast	  tissue.	  	  	  	  The	   cause	   of	   breast	   cancer	   in	  most	   individuals	   diagnosed	  with	   the	   disease	   is	  unknown.	  Its	  incidence	  is	  most	  strongly	  associated	  with	  being	  a	  woman	  and	  age.	  Some	  80%	  of	  breast	  cancers	  in	  women	  occur	  in	  the	  over	  50s.	  It	  is	  estimated	  that	  27%	  of	   breast	   cancers	   are	   related	   to	   lifestyle	   factors,	   such	   as	   obesity,	   alcohol	  and	  occupational	  exposures.	  	  	  	  It	   is	   projected	   that	   over	   half	   a	   million	   people	   living	   in	   the	   UK	   have	   been	  diagnosed	  with	  breast	  cancer.	  Eight	  out	  of	  ten	  people	  survive	  breast	  cancer	  for	  more	  than	  five	  years.	  	  Ascites	  In	  secondary	  breast	  cancer,	   if	  cancerous	  cells	  spread	  to	  the	  liver	  and	  block	  the	  normal	  blood	  flow,	  a	  build-­‐up	  of	  fluid	  can	  occur	  in	  the	  abdomen;	  this	  is	  known	  as	  ‘ascites’.	  	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
	  









INTRODUCTION	  	   For	  some	  scholars	  the	  methodology	  is	  a	  tool	  through	  which	  to	  achieve	  research	   findings,	   and	   for	   them	   it	   is	   the	   latter	   that	   are	   the	   most	  important	  as	  a	  contribution	  to	  knowledge.	  Yet	  for	  others…	  methodology	  is	   something	   that	   should	   be	   critically	   reflected	   on	   as	   a	   crucial	  component	   in	   the	   processes	   through	   which	   we	   produce	   knowledge	  (Pink,	  2012a,	  p4).	  	  This	  practice-­‐led	  thesis	  examined	  the	  application	  of	  shared	  visual	  ethnography	  as	   a	  means	   of	   exploring	   the	   lived	   experiences	   of	   nine	  women	  diagnosed	  with	  breast	   cancer.	   My	   research	   focused	   on	   a	   critical	   analysis	   of	   the	   process	   of	  collaboratively	  producing	  knowledge.	  	  	  It	   responded	   to	   calls	   from	   within	   visual	   anthropology	   to	   widen	   research	  practices	   beyond	   the	   study	   of	   non-­‐Western	   societies	   and	   across	   disciplinary	  boundaries;	   and	   from	   healthcare	   to	   explore	   experiences	   of	   illness	   outside	  clinical	  models.	  Visual	  representations	  of	  illness	  are	  traditionally	  dominated	  by	  the	   arguments	   of	   filmmakers,	   broadcasters,	   institutions	   or	   experts;	   only	  through	   their	   agencies	   do	   we	   learn	   of	   the	   lives	   of	   others	   (MacDougall,	   1998,	  p156).	  	  This	  research	  also	  grew	  out	  of	   issues	  arising	   from	  two	  short	   films	  that	   I	  made	  during	  my	  MSc	  in	  Science	  Media	  Production	  at	  Imperial	  College.	  Remember	  the	  




our	  guidelines	  —	  our	  assumptions	  of	  what	  would	  make	  a	  good	  film	  did	  not	   fit	  their	   experiences.	   One	   key	   area	   of	   divergence	   was	   our	   supposition	   that	   the	  moment	  of	  being	  diagnosed	  with	  breast	  cancer	  was	  the	  ‘worst’	  moment	  of	  their	  experiences.	   This	   was	   not	   the	   case:	   one	   participant	   explained,	   “once	   I	   knew	  what	  it	  was,	  once	  the	  words	  breast	  cancer	  had	  been	  firmly	  said	  by	  the	  doctor	  I	  relaxed	  into	  thinking	  that	  I	  am	  going	  to	  deal	  with	  this…	  I’ve	  got	  something	  now	  to	  focus	  on…	  one	  bit	  of	  uncertainty	  was	  over”	  (2:22).	  All	  agreed	  that	  the	  worst	  moment	  was	   finishing	  treatment	  and	  being	  told	   to	  get	  on	  with	  their	   lives:	  one	  participant	  likened	  this	  moment	  to	  falling	  off	  the	  edge	  of	  a	  cliff.	  The	  breaking	  of	  ties	  with	   a	  medical	   routine	   and	  health	   care	   support	   that	   had	  dominated	   their	  lives	   for	   many	   months	   was	   characterised	   by	   fear	   and	   loss	   of	   control.	   We	  abandoned	  the	  predetermined	  script	  and	  invited	  the	  participants	  to	  control	  the	  dialogue.	  The	  production	  process	  from	  that	  moment	  on,	  and	  the	  resultant	  film,	  was	   dominated	   by	   the	   persuasiveness	   of	   the	   five	   individuals’	   personal	  perspectives	  and	  the	  integrity	  of	  their	  arguments.	  	  	  There	   is	   a	   lack	   of	   longitudinal	   research	   that	   focuses	   on	  women’s	   experiences	  after	  finishing	  treatment	  for	  breast	  cancer	  (Tighe,	  2011),	  and	  it	  is	  on	  this	  period	  that	   I	  wanted	   to	   focus	   this	   research.	   Audre	   Lorde	   highlighted	   the	   paradoxical	  feelings	  of	  many	  individuals	  on	  being	  discharged	  from	  medical	  care:	  	  	  	   I	  was	  very	  anxious	  to	  go	  home.	  But	  I	  found	  also,	  and	  couldn’t	  admit	  it	  at	  the	   time,	   that	   the	   very	   bland	   whiteness	   of	   the	   hospital	   which	   I	   railed	  against	   and	   hated	   so,	   was	   also	   a	   kind	   if	   protection,	   a	   welcome	  insulation…	  Going	  home	  to	  the	  very	  people	  and	  places	  that	  I	  loved	  most,	  at	  the	  same	  time	  as	  it	  was	  welcome	  and	  so	  desirable,	  also	  felt	  intolerable,	  like	  there	  was	  an	  unbearable	  demand	  about	  to	  be	  made	  upon	  me	  that	  I	  would	  have	  to	  meet	  (Audre	  Lorde,	  1997,	  p46).	  	  	  






















1.	  CONTEXTUAL	  REVIEW	  	  INTRODUCTION	  This	  contextual	  review	  interprets	  and	  synthesises	  published	  work	  surrounding	  the	   theories	   and	   practices	   of	   shared	   visual	   ethnography,	   exploring	   their	  relevance	   to	   developing	   a	   methodology	   for	   knowledge	   production	   by	  individuals	   diagnosed	   with	   breast	   cancer.	   This	   review	   examines	   the	   shared	  praxis	  of	   Jean	  Rouch	  and	  projects	  where	   the	  camera	  has	  been	  handed	  over	   to	  indigenous	   people	   by	   a	   visual	   ethnographer.	   It	   provides	   a	   critical	   review	   of	  knowledge	   production	   in	   documentaries	   and	   visual	   texts	   on	   breast	   cancer	  specifically,	   as	   well	   as	   key	   illness	   texts	   in	   general.	   In	   doing	   so,	   it	   reveals	   a	  comparable	   history	   of	   representational	   practices	   within	   visual	   ethnography	  characterised	   by	   unequal	   authorial	   power	   relationships	   and	   passive	   subjects	  and	  notes	  the	  rise	  of	  subjective	  filmmaking	  in	  the	  genre.	  Gaps	  in	  the	  literature	  are	  identified	  and	  research	  questions	  established.	  	  
	  VISUAL	  ETHNOGRAPHY	  




a	   discipline	   (for	   example,	   de	   Brigard,	   2003;	   Russell,	   1999a;	   Heider,	   2006;	  Henley,	  2000;	  Ruby,	  1975,	  2000a;	  Banks,	  2001;	  Fuchs,	  1988).	  In	  relation	  to	  my	  own	  research	  and	  to	  rethinking	  methodologies	  to	  explore	  experiences	  of	  illness,	  David	   MacDougall’s	   proposal	   to	   rethink	   anthropology	   (2006a)	   resonated.	   He	  advocated	   “a	   shift	   from	   word-­‐and-­‐sentence-­‐based	   anthropological	   thought	   to	  image-­‐and-­‐sequence-­‐based	   anthropological	   thought”	   (2006a,	   p225).	  MacDougall	   proposed	   less	   reliance	   on	   science	   for	   validity	   and	   suggested	   an	  emphasis	  on	  “how	  people	  perceive	  their	  material	  environment	  and	  interact	  with	  it,	  in	  both	  its	  natural	  and	  cultural	  forms,	  including	  their	  interactions	  with	  others	  as	  physical	  beings”	  (2006b,	  p269).	  	  	  Sarah	  Pink	  also	  provided	  defining	  characteristics	  relevant	  to	  my	  research.	  Pink	  proposed	   that	   ethnography	   is	   a	   methodology,	   a	   process	   which	   highlights	   the	  influences	   of	   the	   ethnographer’s	   own	   experiences	   on	   knowledge	   production,	  making	   no	   claims	   to	   truth.	   The	   text	   should	   be	   as	   “loyal	   as	   possible”	   to	   the	  context	  and	  conditions	  of	  production;	  detail	   intersubjectivities;	  and,	  as	  well	  as	  giving	   insight	   into	   observable	   realities,	   privilege	   “the	   immaterial”	   and	   the	  multisensoriality	   of	   experience.	   Emphasising	   reflexive,	   collaborative	   and	  participatory	   practices,	   Pink	   stated	   that	   the	   researcher	   should	   “recognise	   the	  impossibility	   of	   ‘knowing	   other	   minds’…	   The	   sense	   that	   we	   make	   of	   our	  informants’	   words	   and	   actions	   is	   an	   ‘expression	   of	   our	   own	   consciousness’”	  (2007,	   p22).	   She	   questioned	   the	   right	   of	   researchers	   to	   investigate	   and	  represent	  the	  lives	  of	  others.	  Pink	  argued	  strongly	  for	  the	  application	  of	  visual	  ethnography	  across	  disciplines.	  
	  








verite)”	   (Rouch,	   2003b,	   p98).	   In	   contrast	   to	   Flaherty,	   Vertov	   was	   concerned	  with	   using	   unstaged	   filming	   to	   produce	   pockets	   of	   ‘reality’.	   Vertov’s	   reflexive	  strategies	  and	  themed	  editing	  style	  clearly	  demonstrated	  the	  mediated	  nature	  of	  film.	  The	  distortion	  of	  truth	  by	  the	  filmmaker	  and	  the	  filmmaking	  process	  was	  something	  that	  Rouch	  both	  acknowledged	  and	  addressed.	  	  	  	  There	   were	   “a	   number	   of	   different	   stations	   on	   ‘the	   path	   of	   shared	  anthropology’”	  (Henley,	  2009,	  p317).	  Feedback	  screenings	  were	  an	  integral	  part	  of	   an	  ethical	  process.	  They	  encouraged	   the	  co-­‐construction	  of	  knowledge	  with	  subjects,	   rather	   than	   the	   promotion	   of	   a	   single	   filmmaker’s	   perspective	  about	  others.	  They	  led	  to	  greater	  insights	  for	  Rouch	  as	  a	  filmmaker-­‐ethnographer,	  as	  well	  as	  increasing	  the	  participants’	  understanding	  of	  Rouch’s	  aims.	  In	  addition,	  they	  stimulated	  ideas	  for	  further	  films	  (ibid.).	  	  Another	   ‘station’	   is	   the	   concept	   of	   fieldwork	   as	   an	   ethnodialogue	   (Feld,	   2003,	  p19)	  that	  is	  used	  to	  “show	  how	  the	  filmmaker	  observer,	  while	  recording	  these	  phenomena,	  both	  unconsciously	  modifies	  them	  and	  is	  himself	  changed”	  (Rouch,	  2003b,	  p87).	  This	  was	  practiced	  by	  Rouch	   in	  his	  work	   in	  West	  Africa	  with	  the	  Songhay-­‐Zarma.	  As	  a	  further	  example	  of	  Rouch’s	  collaborative	  methodology,	  he	  actively	  engaged	  in	  training	  African	  filmmakers.	  	  




Whilst	  lacking	  the	  ethnographic	  interest	  of	  his	  other	  films	  during	  this	  period,	  La	  
Pyramid	   Humaine	   (1961,	   France)	   demonstrated	   the	   evolution	   of	   Rouch’s	  participatory	   cinema	   (Henley,	   2009,	   p100).	   As	   in	  Moi	   un	   Noir,	   Rouch	   shared	  authorship	  with	   the	  participants.	  The	   setting	  up	  and	  viewing	  of	   rushes	  by	   the	  protagonists	  was	   included	   in	   the	   film.	  Rouch’s	  presence	  on-­‐	  screen	  attested	  to	  his	  developing	  reflexivity.	  	  	  Rouch’s	  practice	  was	  not	  without	   critics	  who	  proposed	   that	   some	  of	  his	  work	  reinforced,	   rather	   than	   broke	   down,	   colonial	   frameworks.	   Les	   Maitres	   Fous	  (1955,	   France)	   was	   condemned	   for	   “reinforcing	   stereotypes	   of	   savagery”	  (Eaton,	  1979a,	  p6).	  Nwachukwu	  Frank	  Ukadike	  relayed	  how	  “objectionable”	  Les	  




“but	  an	  open	  “to	  be	  continued”	  for	  each	  one”	  (ibid.,	  p234).	  	  Rouch	  acknowledged	  that	  as	  a	  filmmaker	  it	  was	  impossible	  “to	  be	  a	  witness	  to	  things	  happening	  around	  you	  and	  not	   take	  a	   stance”	   (1985,	  p19).	  He	  asserted	  that	   the	   future	  of	  participatory	  cinema,	   the	  culmination	  of	  collective	  “dreams”,	  was	   that	   the	   camera	  would	   “automatically	   pass	   into	   the	   hands	   of	   those	  who,	  until	  now,	  have	  always	  been	  in	  front	  of	  the	  lens”	  (Rouch,	  2003a,	  p46).	  This	  idea	  stimulated	  and	  informed	  this	  PhD.	  	  Despite	  Nanook’s	   antecedence	   and	   Rouch’s	   body	   of	   collaborative	   work,	   most	  filmmakers	  in	  the	  English-­‐speaking	  world	  did	  not	  build	  on	  Rouch’s	  participatory	  methodology	  for	  some	  time.	  
	  
Ethnographic	  Film	  	  A	   significant	   shift	   in	   the	   hierarchy	   of	   objective	   versus	   subjective	   knowledge	  began	  to	  emerge	  in	  the	  1960s.	  A	  detailed	  examination	  of	  the	  broader	  origins	  of	  this	  shift	   is	  beyond	  the	  scope	  of	  this	  thesis.	  Ruby	  noted	  three	  key	  contributing	  factors:	   the	   end	   of	   the	   colonial	   era;	   the	   challenge	   to	   the	   prevailing	   positivist	  assumptions	   of	   scientific	   knowledge	   exemplified	   by	   Thomas	   Kuhn’s	   The	  




Considerable	   academic	   capital	   was	   invested	   in	   debating	   the	   crisis	   of	  representation2	  by	   visual	   anthropologists.	   A	   call	   for	  more	   subjective,	   reflexive	  ethnographic	   cinema	   was	   articulated	   by	   MacDougall,	   who	   questioned	   the	  current	   practices	   of	   film	   production	   where	   knowledge	   created	   was	   generally	  only	  what	   the	   filmmaker	   found	   significant	   (1998,	   p126)	   and	  was	   obtained	  by	  the	   filmmaker’s	   “invisibility	   and	   omniscience”	   (ibid.,	   p129).	   MacDougall	  proposed	   a	   new	   mode	   of	   engagement	   to	   address	   these	   unequal	   power	  relationships:	  “a	  participatory	  cinema,	  bearing	  witness	  to	  the	  ‘event’	  of	  the	  film	  and	  making	  strengths	  of	  what	  most	  films	  are	  at	  pains	  to	  conceal”	  (ibid.,	  p134).	  Margaret	   Mead,	   too,	   rallied	   for	   openness	   and	   “the	   articulate,	   imaginative	  inclusion	  in	  the	  whole	  process	  of	  the	  people	  who	  are	  being	  filmed	  -­‐	  inclusion	  in	  the	   planning	   and	   programming,	   in	   the	   filming	   itself,	   and	   in	   the	   editing	   of	   the	  film”	  (2003,	  p8).	  The	  validity	  (Nichols,	  1983;	  Ruby,	  1991)	  and	  morality	  (Ruby,	  1995;	   Elder,	   1995)	   of	   speaking	   for	   others	   was	   called	   into	   question.	   Ruby	  proposed	  that	  the	  traditional	  role	  of	  the	  ethnographer	  be	  modified	  to	  that	  of	  a	  facilitator	   or	   collaborator,	   and	   suggested	   that	   ethnographers	   should	   start	   to	  “filmicly	  explore	  their	  own	  culture”	  (1995,	  p78).	  	  In	   the	   tradition	   of	   Rouch’s	   shared	   anthropology	   and	   revisiting	   the	  epistemological	   arguments	   from	   the	   documentary	   film	   movement	   some	   30	  years	  earlier	  (MacDougall,	  1998),	  a	  number	  of	  filmmakers	  in	  the	  field	  began	  to	  directly	   challenge	   the	   “inexorably	   hegemonic	   and	   homogenizing”	   (Ginsburg,	  1998,	   p187)	   constraints,	   biases	   and	   preconceptions	   imposed	   when	   the	  representative	  of	  one	  culture	  constructs	  knowledge	  about	  another.	  Subjectivity	  ceased	  to	  be	  considered	  a	  pollutant	  and	  became	  “a	  filter	  through	  which	  the	  Real	  enters	   discourse	   as	   well	   as	   a	   kind	   of	   experimental	   compass	   guiding	   work	  towards	  its	  goal	  as	  embodied	  knowledge”	  (Renov,	  2004a,	  pp174–176).	  Shifting	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
	  








anthropologists’	  incentives	  leading	  to	  community	  members	  initiating	  their	  own	  projects	   in	   the	   heritage	   of	   Rouch.	   That	   said,	   it	   has	   been	   helpful	   to	   use	   his	  categorisation	   to	   identify	   projects	   informing	  my	   research.	   Chalfen	   provided	   a	  detailed	  historical	  examination	  of	  many	  of	  these	  projects	  (Chalfen,	  1997)	  which	  together	   with	   Faye	   Ginsburg’s	   writing	   on	   Indigenous	  Media	   (i.e.,	   1991,	   1993,	  1998)	   have	   offered	   extensive	   background	   to	   the	   emergence	   of	   collaborative	  practices.	  I	  drew	  from	  some	  exemplars.	  	  	  Sol	   Worth	   and	   John	   Adair’s	   ground-­‐breaking	   project	   with	   Navajo	   Indians	  (1960)3	  challenged	   positivist	   empirical	   paradigms	   of	   knowledge	   production.	  Fulfilling	   Rouch’s	   vision	   of	   putting	   the	   native’s	   eye	   behind	   the	   camera	   they	  asked	   “what	   would	   happen	   if	   someone	   with	   a	   culture	   that	   makes	   and	   uses	  motion	  pictures	  taught	  people	  who	  had	  never	  made	  or	  used	  motion	  pictures	  to	  do	  so	  for	  the	  first	  time?”	  (Worth,	  1997,	  p3).	  The	  Navajo	  were	  instructed	  to	  film	  whatever	   they	   wanted	   to	   (the	   researchers	   avoided	   making	   statements	  concerning	  what	  the	  films	  should	  be	  about)	  and	  encouraged	  to	  actively	  engage	  in	   the	   editing	   process.	   The	   research	   sought	   to	   reveal	   how	   the	   makers	  constructed	  knowledge	  and	  meaning.	  Subsequently	   the	   term	  bio-­‐documentary	  was	  proposed	  to	  describe	  a	  film	  made	  by	  a	  person,	  who	  is	  not	  a	  filmmaker	  “to	  show	   how	   he	   feels	   about	   himself	   and	   his	   world”	   (Worth,	   1997,	   p25).	   This	  methodology	   provided	   an	   opportunity	   to	   see	   how	   knowledge	   constructed	   by	  indigenous	  peoples	  compared	  to	  knowledge	  constructed	  by	  anthropologists.	  	  	  In	  Western	  culture,	  and	  concurrent	  with	  Worth	  and	  Adair,	  Chalfen	  made	  16mm	  films	  with	  culturally	  diverse	  teenagers.	  He	  observed	  how	  varied	  ways	  of	  seeing	  and	   the	   different	   types	   of	   discourse	   produced	   were	   connected	   to	   “cultural	  dimensions	  surrounding	  the	  image	  production”	  (Chalfen,	  1989,	  p76).	  He	  noted	  class	   as	   the	   most	   significant	   variable	   (rather	   than	   ethnicity	   or	   gender).	   In	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
	  




























researcher’s	  role.	  	  Ruby	  defined	   reflexivity	   thus:	   “the	  producer	  deliberately,	   intentionally	   reveals	  to	  his	  or	  her	  audience	  the	  underlying	  epistemological	  assumptions	  that	  caused	  him	  or	  her	  to	  formulate	  a	  set	  of	  questions	  in	  a	  particular	  way,	  to	  seek	  answers	  to	  those	  questions	  in	  a	  particular	  way	  and	  finally,	  to	  present	  his	  or	  her	  findings	  in	  a	  particular	  way”	  (Ruby,	  2000d,	  p156).	  Winston	  went	  further	  by	  arguing	  that	  for	  Rouch	  and	  Morin	   “the	  only	   subject	   for	  documentary	   film	  was	   the	  making	  of	   a	  documentary	   film”	   (1988b,	   p24).	   Pink	  who	  warned	   of	   getting	   caught	   up	   in	   “a	  race	   to	   be	   the	   most	   reflexive”,	   provided	   an	   overview	   of	   reflexive	   practices	  across	  disciplines,	  and	  defended	  visual	  anthropology	  against	  accusations	  that	  it	  is	   an	   un-­‐reflexive	   discipline	   (2006,	   pp32-­‐38).	   MacDougall	   labelled	   Ruby’s	  proposal	  as	  an	  “external”	  reflexivity	  and	  argued	  for	  reflexivity	  that	  is	  “inscribed	  in	   the	   nuances	   of	   detail”	   (Taylor,	   1998,	   p18),	   in	   the	   “very	   construction	   of	   the	  work”	  (MacDougall,	  1998,	  p89).	  The	  challenge	  of	  reflexivity,	  Minh-­‐ha	  argued,	  is	  “how	   to	   keep	   the	   process	   ‘alive’	   so	   that	   it	   becomes	   integral	   to	   the	   film	   itself”	  (1999,	  p73).	  Pink,	  too,	  stated	  that	  reflexivity	  should	  be:	  	   integrated	   fully	   into	   processes	   of	   fieldwork	   and	   visual	   or	   written	  representation	   in	   ways	   that	   do	   not	   simply	   explain	   the	   researcher’s	  approach	   but	   reveal	   the	   very	   processes	   by	   which	   the	   positionality	   of	  researcher	   and	   informant	   were	   constituted	   and	   through	   which	  knowledge	  was	  produced	  during	  the	  field	  work	  (2006,	  p	  35).	  	  	  Paul	   Basu	   (2009)	   analysed	   how	   visual	   ethnographic	   work	   is	   presented.	   He	  proposed	   looking	  beyond	  conventional	   formats,	  arguing	  that	  “other	  than	   in	   its	  most	  didactic	   form,	   the	   filmic	   version	  of	   ethnographic	   thick	  description	   is	  not	  served	   well	   by	   the	   30-­‐minute,	   60-­‐minute	   or	   even	   two	   hour	   narrative	   film	  format”	   (ibid.,	   p107).	  Basu’s	  writing	  alerted	  me	   to	   the	  work	  of	  Kutluğ	  Ataman	  (Kuba	   2005,	   London)	   and	   Ann-­‐Sofi	   Sidén	   (Warte	   Mal!	   Prostitution	   After	   the	  




platform	   to	   display	   durational,	   polyphonic	   material. 4 	  Similarly,	   Cahal	  McLaughlin’s	   documented	   considerations	   about	   the	   final	   form	   of	   his	  collaborative	  research	  into	  political	  violence	  in	  Northern	  Ireland	  was	  important	  for	  this	  enquiry	  as	  his	  work	  gives	  further	  insight	  into	  resolving	  the	  problems	  of	  presenting	   multiple	   perspectives	   in	   conventional	   documentary	   form	  (McLaughlin,	  2010).	  	  	  DOCUMENTARY	  Since	  few	  visual	  ethnographic	  texts	  exist	  on	  breast	  cancer,	  or	  indeed	  on	  cancer	  in	   general,	   I	   will	   now	   look	   to	   documentary	   film	   and	   other	   films	   of	   fact,	   to	  consider	   how	   individuals	   with	   cancer	   have	   been	   represented	   and	   how	  knowledge	  has	  been	  produced.	  	  	  The	   first	   films	   made	   by	   the	   medical	   profession	   for	   the	   medical	   profession	  emerged	   as	   early	   as	   the	   late	   nineteenth	   century,	   and	   included	   studies	   of	   the	  mammalian	   heart,	   joint	   movements	   and	   Parkinson’s	   Disease	   (Essex-­‐Lopresti,	  1997).	   For	   many	   decades	   these	   films	   were	   authored	   by	   institutions	   such	   as	  governments,	  armed	  forces	  and	  pharmaceutical	  companies.	  Surgical	  procedures	  were	   recorded	   on	   film	   from	   the	   late	   1890s;	   the	   first	   example	   was	   made	   by	  Parisian	   surgeon	   Eugene	   L.	   Doyen	   for	   teaching	   purposes.	   These	   films	  “dominated	  the	  films	  made	  in	  the	  next	  four	  decades”	  (ibid.,	  p819).	  Jose	  Van	  Dijck	  has	  argued	   that	  as	   these	   films	  —	  originally	  developed	  by	  and	   for	  professional	  audience	   —	   evolved,	   authorship	   diversified	   and	   audiences	   widened;	   this	  contributed	  to	  the	  normalisation	  of	  the	  “spectacle	  of	  illness”	  under	  the	  guise	  of	  “medical	  information	  and	  human	  interest”	  (Van	  Dijck,	  2002,	  p552).	  	  Health	  propaganda	   films	  (so	  named	  before	   the	   term	   ‘propaganda’	  acquired	   its	  pejorative	  meaning)	  emerged	  from	  the	  1920s	  on	  both	  sides	  of	  the	  Atlantic,	  in	  a	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
	  












hierarchies	  as	   “the	  off	   screen	  voice	  of	  authority	  simply	  moved	   into	   the	   frame”	  (Ruby,	   1991,	   p54).	   Positivist	   predilections	   still	   strongly	   influence	   issues	   of	  authorship,	   knowledge	   production	   and	   representation	   of	   those	   with	   illness:	  medical	  authority	  tends	  to	  dominate	  the	  voices	  of	  those	  with	  illness,	  as	  ‘expert’	  testimony	   provides	   an	   interpretation	   of	   how	   subjects	   feel	   and	   often	   subjects	  voices	  are	  used	  to	  support	  the	  filmmakers’,	  experts’	  or	  institutions’	  agenda	  (for	  example,	  Shadow	  of	  Breast	  Cancer,	  1992,	  BBC;	  Caught	  in	  the	  Machine,	  2010,	  BBC;	  
Herceptin,	  2006,	  BBC).	  	  	  From	   the	   end	   of	   the	   1990s,	   some	   mainstream	   television	   documentary	  filmmakers	   began	   to	   explore	   personal	   experiences	   of	   breast	   cancer	   without	  relying	  heavily	  on	  medical	  opinion.	  Personal	  illness	  narratives	  such	  as	  Kissed	  by	  
Angels	  (2003,	  Channel	  4),	  Beating	  Breast	  Cancer:	  Marsha’s	  Journey	  (2005,	   ITV),	  
Angela’s	  Dying	  Wish	   (2005,	  Channel	  4),	  My	  Breasts	  or	  My	  Life	   (2006,	   ITV),	   and	  




influences	  shaped	  the	  film	  “to	  comply	  with	  a	  contemporary	  popular	  ideology	  on	  how	  death	  should	  be	  rather	  than	  presenting	  the	  actual	  truth	  of	  lived	  experience”	  (2001,	  p287).	  	  The	   history	   of	   factual	   health	   films	   has	   included	   notable	   examples	   of	   shifts	   in	  authorial	  power.	  The	  feminist	  health	  movement,	  spearheaded	  in	  the	  early	  1970s	  by	   the	   Boston	   Women’s	   Health	   Book	   Collective	   (now	   known	   as	   Our	   Bodies	  Ourselves)	  challenged	  head-­‐on	  the	  dominance	  of	  institutionalised	  and	  positivist	  authorship	   in	   1970s	   health	   films.	   Activist-­‐produced	   films	   such	   as	   Taking	  Our	  
Bodies	  Back	  (1974,	  USA)	  and	  Healthcaring	  from	  Our	  End	  of	  the	  Speculum	  (1976,	  USA)	   gave	   responsibility	   for	   the	   text	   to	   the	   community	   that	   it	   represented.	  Expert	   opinion	   and	   established	   medical	   views	   were	   confronted	   directly	   as	  women	  engaged	  in	  active	  discussion	  about	  treatments	  and	  diagnostic	  decisions,	  challenging	  normative	  authorship	  in	  health	  films	  and	  film	  distribution.	  	  	  In	  1973,	  the	  American	  Cancer	  Society	  produced	  a	  further	  film	  on	  breast	  cancer,	  
Breast	   Cancer:	   Where	   We	   Are.	   This	   film	   acknowledged	   how	   the	   feminist	  movement	  was	  shifting	  the	  paradigm	  towards	  women	  having	  more	  control	  over	  their	  bodies	  by	  showing	  a	  more	  personalised	  relationship	  between	  doctor	  and	  




In	   her	   own	  practice,	   Juhasz	   saw	   collaboration	   as	   the	   “obvious	   and	   ubiquitous	  alternative	   to	   victimhood”	   (2003,	   p74).	   Juhasz	   claimed	   that	   her	   community	  AIDS	   videos	   conveyed,	   not	   the	   truth,	   but	   a	   “better	   vision	  of	   those	   individuals’	  reality”	   (1999,	   p207).	   Exemplified	   by	   the	   film	   We	   Care:	   A	   Video	   for	   Care	  
Providers	   of	   People	   Affected	   by	   AIDS	   (WAVE,	   1990,	   USA)	   these	   productions	  allowed	   “us	   to	   speak	   our	   needs,	   define	   our	   agenda,	   counter	   irresponsible	  depictions	   of	   our	   lives,	   and	   recognise	   our	   similarities	   and	   differences”	   (ibid.,	  p212).	  Knowledge	  production	  in	  this	  film	  had	  a	  defined	  purpose	  for	  a	  specified	  audience	   (those	  with	  AIDS	   or	   their	   carers),	   and	  marked	   a	   shift	   in	   authorship,	  and	  indeed	  audience,	  from	  the	  white,	  middle-­‐class,	  heterosexual	  male.	  	  Catherine	  Saalfield	   (1995)	  provided	  a	  comprehensive	  videography	  of	   (largely)	  collaborative	  AIDS	  media.	  At	   the	  core	  of	   these	  productions	  was	   the	  belief	   that	  those	  affected	  by	  the	  disease	  are	  best	  qualified	  to	  produce	  representations	  of	  it.	  	  	  Around	   this	   time,	   independent	   documentary	   films	   emerged	   that	   focused	   on	  personal	   experiences	   of	   breast	   cancer,	   particularly	   from	   North	   America.	   The	  filmmakers	   often	   had	   experienced	   breast	   cancer,5	  for	   example:	  My	  Left	  Breast	  (2000,	   Canada),	   The	  Breast	   Cancer	  Diaries	   (2006,	   USA)	   and	   Ich	  Will	   Ja	   Leben,	  
Oder?	   (2009,	   Germany).	   The	   latter	   two	   films,	   were	   edited/directed	   by	   an	  outsider.	  Some	  films	  were	  made	  by	  filmmakers	  whose	  close	  family	  member	  had	  been	  affected	  by	  the	  disease,	  for	  example:	  the	  experimental	  short-­‐film	  Amazonia	  (2001,	   USA)	   and	   Busting	   Out	   (2004,	   USA).	   Other	   films	   that	   originated	   from	  personal	   experience	   of	   breast	   cancer	   produced	   in	   close	   collaboration	   with	  filmmakers/directors	   who	   had	   not	   had	   breast	   cancer,	   include:	   for	   example,	  
About	   HER	   (2010,	   Canada)	   and	   the	   highly	   individualised,	   experimental	  	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
	  




interpretation	  of	  Jonna	  Tamases’	  breast	  cancer	  diagnosis	  —	  Jonna’s	  Body	  (2007,	  USA).	   It	   is	   impossible	   to	   know	   the	   composition	   of	   the	   voices	   in	   these	   films;	  however,	   I	  do	  have	  insight	   into	  Feustel’s	  documentary,	  Ich	  Will	  Ja	  Leben,	  Oder?	  to	  which	   I	  will	   return.	   These	   films	   demonstrated	   the	   emergence	   of	   subjective	  personal	  filmmaking	  about	  breast	  cancer.	  	  	  In	  mainstream	  television,	  the	  BBC	  also	  mounted	  a	  challenge	  to	  prevalent	  models	  of	   documentary	   authorship	  with	  Video	  Diaries	   (1990)	   and	  Video	  Nation.	  Video	  
Nation	  had	   its	  roots	   in	  Britain’s	  1930s	  Mass	  Observation	  project.	  Described	  as	  “an	  ethnography	  of	  the	  people	  by	  the	  people	  for	  the	  people’’	  (MacClancey	  1995,	  p495),	  it	  was	  an	  example	  of	  anthropology	  in	  a	  home	  setting.	  In	  Video	  Dairies	  and	  
Video	  Nation	  knowledge	  was	  produced	  by	  (heavily	  vetted)	  volunteers	  from	  the	  general	  population.	  	  The	  appeal	  of	  this	  mode	  of	  knowledge	  production	  was	  both	  political,	  providing	  a	  democratic	  manifesto	   for	   participatory	   television,	   and	   aesthetic,	   in	   respect	   to	  the	   camcorder	   (seemingly)	   producing	   “the	   closet	   shave	   yet”	   —	   the	   reduced	  image	  quality	  served	  only	   to	  enhance	   the	   text’s	   ‘authenticity’	   (Keighron,	  1993,	  p24).	   Jon	   Dovey	   wrote	   about	   the	   emergence	   of	   the	   “self-­‐made	   documentary	  portrait”	   (2000,	   p60)	   in	   relation	   to	   Video	   Diaries,	   and	   more	   generally	   of	   the	  
belief	  of	  a	  “foregrounding	  of	  the	  individual	  subjective	  experience	  as	  a	  guarantor	  of	  knowledge”	  in	  factual	  TV	  (ibid.,	  p21).	  It	  is	  difficult	  to	  ascertain	  the	  balance	  of	  authorship	  —	  how	  self	  made	  —	  the	  diaries	  actually	  were;	  which	   the	  editor	  of	  




consultative	  production	  methodology	  in	  institutional	  broadcast	  settings.6	  	  	  
Surviving	  Memories	  (1991,	  BBC2)	  is	  an	  example	  from	  the	  aforementioned	  series,	  in	  which	  Jo	  Spence	  filmed	  her	  experiences	  following	  her	  leukaemia	  diagnosis.	  In	  a	   highly	   personal	   account,	   she	   showed	   her	   sick	   self	   in	   constant	   flux:	   isolated,	  fragmented,	  unstable,	  and	  obsessive.	  She	  grounded	  her	  illness	  experience	  in	  the	  political,	   acknowledging	   its	   wider	   social	   implications.	   Despite	   being	   a	   highly	  reflexive	   political	   film,	   it	   succumbed	   to	   the	   homogenising	   and	   normalising	  tendencies	   of	   a	   culturally	   validated	   narrative	   form.	   Again,	   the	   degree	   of	   self-­‐inscription	  and	  outside	  intervention	  is	  impossible	  to	  measure.	  	  Beyond	   this	  BBC	   incentive,	   examples	   of	   ‘handing	   the	   camera	   over’	   projects	   in	  documentary/films	  of	  fact	  about	  illness	  are	  few.	  Director	  Mark	  Wilkinson	  gave	  a	  camera	   to	   a	   young	   teenage	   mother	   with	   terminal	   cancer	   when	   making	   To	  
Courtney	  with	  Love	  (2005,	  BBC).	  The	  young	  mother,	  Beckie,	  wanted	  not	  only	  to	  make	  a	  film,	  but	  also	  to	  leave	  a	  legacy	  for	  her	  daughter.	  Whilst	  the	  film	  appears	  to	   be	   an	   example	   of	   first-­‐person	   filmmaking,	   the	   director	   told	   me	   in	   an	  interview	  that	  he	  was	  present	  throughout	  all	  filming;	  that	  only	  25%	  of	  the	  text	  was	   actually	   filmed	   by	   Beckie,	   and	   even	   that	   was	   largely	   influenced	   and	  controlled	  by	  Beckie’s	  sister	  as	  well	  as	  himself,	  and	  that	  when	  filming	  he	  often	  mimicked	  Beckie’s	  style	  in	  order	  to	  fulfil	  aesthetic	  requirements,	  concealing	  this	  from	  the	  audience	  (personal	  communication).	  Wilkinson	  also	  made	  You,	  Me	  and	  
Cancer	   (2010,	  BBC),	  where	   cameras	  were	  handed	  over	   to	   three	   individuals	   to	  record	  their	  experiences	  of	  Hodgkin’s	  lymphoma,	  testicular	  cancer	  and	  cervical	  cancer.	   Again,	   the	   resultant	   film	   was	   a	   combination	   of	   self-­‐filming	   and	  filmmaker-­‐authored	   text,	   relied	   heavily	   on	   voice-­‐overs,	   and	   had	   structured	  narratives	  with	  evidence	  of	  the	  filmmaker’s	  interaction	  and	  interventions.	  	  	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  












video	   intervention	   project	   at	   Strathcarron	   Hospice7	  that	   enables	   patients	   and	  their	   families	   to	   create	   films	   or	   video	   letters	   for	   their	   relatives.	   The	   more	  established	   Jimmyteens	   TV8	  is	   a	   non-­‐profit	   social	   enterprise	   in	   collaboration	  with	  Teenage	  Cancer	  Trust,	  where	  teenagers	  and	  young	  adults	  with	  cancer	  are	  given	   camcorders	   to	  make	   films	   about	   their	   lives	   (or	   anything	   they	  wish).	   In	  addition	  it	  broadcasts	  live	  shows	  and	  debates	  about	  issues	  surrounding	  cancer.	  The	   whole	   project	   is	   directed,	   produced	   and	   filmed	   by	   those	   diagnosed	   with	  cancer.	  	  	  Healthtalk.org9	  is	  a	  health	  experience	  research	  group	  that	  interviews	  and	  videos	  
patients	   to	   produce	   narratives.	   These	   narratives	   are	   available	   as	   an	   on-­‐line	  support	  resource	  for	  others	  affected	  by	  illness.	  They	  are	  also	  used	  to	  influence	  policy	   and	   decision-­‐making.	   Whilst	   important	   research,	   easily	   accessible	   and	  widely	  applied	  —	   they	  have	  over	  3000	   interviews	  and	  collaborations	   in	  place	  nationally	   and	   internationally	   —	   the	   methodology	   of	   two	   researchers	   being	  present	  and	  conducting	  interviews,	  and	  the	  presentation	  as	  one	  to	  two	  minute	  thematic	   sound	   bites	   situate	   this	   work	   outside	   of	   my	   field	   of	   enquiry,	   but	  nevertheless	  is	  interesting	  to	  note	  the	  use	  of	  the	  visual	  via	  the	  internet	  as	  a	  mass	  educational	  tool.	  	  	  ILLNESS	  NARRATIVES	  In	   examining	   the	   narrativisation	   of	   illness	   experiences	   away	   from	   filmic	  representations,	  I	  acknowledge	  the	  existence	  of	  a	  culturally-­‐validated	  narrative	  ethic	  of	   illness,	  exemplified	  by	  the	  work	  of	  Arthur	  Frank	  (1995),	  Elliot	  Mishler	  (1984)	   and	   Arthur	   Kleinman	   (1988).	   There	   is	   increasing	   interest	   in	   illness	  narratives	  as	  an	  area	  of	  inquiry	  from	  medical,	  social	  and	  personal	  viewpoints.	  	  	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
	  












lymphoma	   he	   revisited	   his	   earlier	   anthropological	   work	   with	   the	   Songhay	  people	   (2004).	   This,	   and	   his	   more	   recent	   writing	   (2014),	   combined	  anthropological	  and	  illness	  experiences	  in	  a	  manner	  pertinent	  to	  this	  enquiry.	  	  THE	  CULTURE	  OF	  BREAST	  CANCER	  Whilst	   this	  PhD	  did	  not	   focus	  on	  the	  culture	  of	  breast	  cancer,	  an	  awareness	  of	  the	  culture	   in	  which	  a	  study	  population	   is	  situated	  forms	  an	   important	  part	  of	  any	  ethnographic	  research.	  The	  ontological	  and	  epistemological	  considerations	  of	   the	   cultural	   landscape	   of	   breast	   cancer	   are	   complex	   and	   riddled	   with	  tensions.	  It	  was	  not	  my	  intention	  to	  provide	  a	  detailed	  history	  of	  the	  culture	  of	  breast	   cancer:	   comprehensive	   accounts	   exist	   of	   breast	   cancer	   bio-­‐politics	   and	  activism	  (Klawiter,	  2008;	  Sulik,	  2011);	  awareness	  campaigns	  (Gardner,	  2006);	  cancer	  education	  in	  the	  UK	  (Toon,	  2007);	  the	  history	  of	  breast	  cancer	  in	  relation	  to	   the	   ‘do	   not	   delay	   message’	   (Aronowitz,	   2001);	   and	   medicalisation	   more	  broadly	   (Conrad,	   2007).	   I	   will	   give	   a	   brief	   overview	   of	   the	   culture	   of	   breast	  cancer	   away	   from	   filmic	   representations,	   to	   provide	   an	   understanding	   of	   the	  broader	  environment	  in	  which	  the	  participants	  were	  situated.	  	  Using	  Foucaudian	  terminology,	  Klawiter	  identified	  two	  key	  “regimes”	  of	  breast	  cancer10	  (2008,	  pp51-­‐104).	  The	  first	  regime	  was	  one	  of	   ‘medicalisation’	  11	  (and	  institutionalisation)	   in	   which	   medical	   dominance	   remained	   largely	  unchallenged.	  Klawiter	  located	  the	  origins	  of	  this	  power	  in	  Foucault’s	  polemic	  of	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
	  
10	  “Regimes	  of	  power”	  was	  indeed	  a	  useful	  term	  (adopted	  by	  Klawiter)	  to	  look	  at	  the	  political	  culture	  of	  breast	  cancer	  being	  “programs	  of	  conduct	  that	  have	  both	  prescriptive	  effects	  regarding	  what	  is	  to	  be	  done	  (effects	  of	  jurisdiction)	  and	  codifying	  effects	  regarding	  what	  is	  to	  be	  known	  (effects	  of	  veridiction)”	  (Foucault,	  1994,	  p225).	  11	  A	  history	  of	  the	  medicalisation	  thesis	  lies	  outside	  the	  scope	  of	  this	  study.	  It	  originated	  with	  Foucault	  (1994a)	  and	  Illich	  (1976),	  who	  described	  a	  professionally-­‐organised	  medical	  expansion	  across	  society,	  a	  “medico-­‐administrative”	  knowledge	  (Foucault,	  1994,	  p100).	  Miller	  and	  Findlay	  suggested	  that,	  in	  the	  twentieth	  century,	  the	  “male	  doctor	  became	  societies’	  accepted	  experts	  on	  the	  subject	  of	  women”	  (Miller	  et	  
al.,	  2002,	  p186).	  Like	  Aronowitz,	  they	  saw	  women	  as	  actually	  complicit	  in	  this	  (ibid.,	  p187),	  and	  noted	  that	  demedicalisation	  was	  (to	  some	  extent)	  occurring	  (ibid.,	  p203).	  Klawiter	  (2008)	  and	  Conrad	  (2007)	  argued	  that	  medicalisation	  had	  shifted.	  It	  was	  no	  longer	  regarded	  as	  imposed	  from	  above,	  by	  the	  State	  and	  a	  series	  of	  experts,	  on	  an	  uniformed	  passive	  public.	  Rather,	  it	  resulted	  from	  a	  myriad	  of	  influences	  —	  pharmaceutical	  companies,	  social	  movements,	  managed	  care,	  alternative	  therapist,	  and	  the	  media	  —	  with	  












Audre	   Lorde’s	   critique	   from	   a	   Black	   lesbian	   feminist	   perspective,	   argued	   that	  the	   concealment	   of	   breast	   cancer	   made	   the	   disease	   invisible	   and	   women	  invisible	  from	  each	  other.	  This	  still	  resonates	  today.	  Whilst	  breast	  cancer	  is	  now	  discussed	   more	   and	   detected	   earlier	   in	   most	   white	   communities,	   silence	  continues	   to	   dominate	   communities	   of	   minority	   women,	   as	   well	   as	   research	  about	   them.	   Before	   the	   first	   national	   analysis	   of	   cancer	   and	   ethnicity	   by	   the	  National	  Cancer	  Intelligence	  Network	  (NCIN)	   in	  2009,	  data	  on	  ethic	  minorities	  and	  cancer	  was	  incomplete	  and	  of	  poor	  quality	  (NCIN,	  2009,	  p4).	  Whilst	  breast	  cancer	   incidence	   is	   lower	   amongst	   Asian,	   Black,	   Chinese	   and	   mixed-­‐ethnicity	  groups	  than	  their	  white	  counterparts	  (NCIN,	  2009,	  p28;	  Jack	  et	  al.,	  2009),	  Asian	  and	  Black	  women	   in	   southeast	   England	   are	  more	   likely	   to	   present	   later,	   have	  metastatic	  disease	  and	  have	  poorer	  survival	  rates	  (Jack	  et	  al.,	  2009;	  Richards	  et	  




through	  the	  use	  of	  metaphorical	  imagery	  resulting	  in	  a	  distortion	  or	  even	  denial	  of	   the	   medical	   and	   social	   experience	   of	   illness.	   Sontag	   believed	   the	   disease	  should	   be	   demystified	   by	   adopting	   a	   biological	   understanding	   of	   cancer;	  however,	   Susan	   DiGiacomo	   firmly	   rejected	   this	   idea,	   stating	   that	   we	   can	   only	  experience	   illness	   through	   “culturally	   constructed	   and	   socially	   reproduced	  structures	  of	  metaphor	  and	  meaning”	  (1992,	  p117).	  Whilst	  one	  cannot	  separate	  an	   illness	   from	   its	   social	   meaning,	   some	   expressions	   of	   illness	   experiences	  comprehensively	   incorporate	   the	   biological.	   Both	   Tom	   Corby’s	   and	   Salvador	  Iaconesi’s	  work	  acknowledged	  and	  engaged	  with	   the	  medical	  body.	   In	  Corby’s	  portrait	   of	   his	   own	   body 12 	  whilst	   undergoing	   cancer	   treatment,	   he	   took	  ownership	   of	   his	   clinical	   data;	   rather	   than	   seeing	   illness	   as	   something	   that	  ‘happens	   to	   you’,	   he	   produced	   an	   “individuated	   experience	   of	   pathology”	   that	  privileged,	  shared	  and	  interpreted	  medical	  information.	  Iaconesi	  also	  wanted	  to	  ‘see’	   and	   share	   the	   clinical	   or	   “industrial”	   side	  of	   his	   cancer	  by	   inviting	  multi-­‐disciplinary	  online	  discourse.13	  Neither	  practitioner	  argued	  that	  the	  complexity	  of	  human	  experience	  of	  illness	  should	  be	  ignored	  —	  far	  from	  it.	  However,	  their	  research	  did	  provide	  some	  support	  for	  Sontag’s	  aims	  of	  demystifying	  disease	  by	  engaging	  with	  the	  biomedical.	  	  	  CONCLUSION	  I	  have	  advanced	  my	  belief	   that	   the	  theories	  of	  shared	  visual	  anthropology	  and	  practices	   of	   shared	   visual	   ethnography	   are	   applicable	   to	   developing	   a	  methodology	  to	  collaboratively	  produce	  knowledge	  with	  individuals	  diagnosed	  with	  breast	  cancer.	  	  
	  
Gaps	  in	  Knowledge	  In	   reviewing	   and	   contextualising	   the	   existing	   literature	   and	   practices	  surrounding	   shared	   visual	   ethnography,	   cross	   disciplinary	   visual	   research	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
	  








are	   handed	   over	   and	   the	   positioning	   of	   researchers	   in	   research	   relationships;	  offering	  an	  alternative	  narrative	   structure	   to	  broadcast	  or	   culturally	   validated	  models;	   exploring	   ways	   of	   presenting	   collaborative	   polyphonic	   visual	  ethnographic	  material;	  defining	  best	  practice	  for	  researchers	  embarking	  in	  this	  area	  of	  research.	  	  
Research	  Questions	  In	   justifying	   my	   research	   questions,	   I	   have	   linked	   them	   to	   my	   aims,	   and	   the	  debates	   and	   gaps	   emerging	   from	   the	   contextual	   review.	   In	   presenting	   my	  research	   questions	   individually,	   however,	   I	   have	   not	   wanted	   to	   deny	   their	  interconnectedness.	   Is	  the	  methodology	  an	  effective,	  respectful	  way	  of	  producing	  




Subsequent	   research	   questions	   were	   inexorably	   linked	   to	   developing	   and	  justifying	   this	  methodology.	  How	  did	   the	  participants	   interpret	   the	   open-­‐ended	  
research	  and	  how	  were	  we	  as	  co-­‐participants,	  emplaced	  in	  the	  research?	  Rouch’s	  shared	   anthropology,	   and	   the	   theories	   and	   practices	   of	   MacDougall	   and	   Pink	  (i.e.,	   MacDougall,	   2006b;	   Pink,	   2007)	   were	   grounded	   in	   the	   importance	   of	  understanding	   inter-­‐subjective	   relationships,	   of	   an	   integral	   reflexivity	   (i.e.,	  Minh-­‐ha,	   1999;	   Pink,	   2006;	  MacDougall,	   1998;	   Taylor	   1998)	   that	  was	   process	  led	   (Pink,	   2006)	   and	   acknowledged	   the	   impossibility	   of	   a	   detached	   observer	  (Rouch,	  1985;	  Pink,	  2007).	  The	  open-­‐ended	  nature	  of	   the	  project	   lent	   itself	   to	  numerous	  interpretations,	  and	  a	  clear	  understanding	  of	  individual	  motives	  was	  essential	  to	  contextualise	  the	  process(es)	  and	  product(s)	  of	  the	  research,	  as	  well	  also	   assisting	   fulfilment	   of	   participants’	   personal	   aims	   in	   taking	   part	   in	   the	  research.	   New	   considerations	   and	   descriptions	   of	   a	   collective,	   process	  orientated	  reflexivity	  that	  extended	  beyond	  role	  description	  were	  required.	  	  	  
What	   impact	  did	   the	   research	  have	  on	   the	  participants’	   lives?	   	   Anticipating	   and	  documenting	  the	   impact	  the	  research	  would	  have	  on	   individual	   lives	   formed	  a	  central	  part	  of	  the	  investigation	  and	  ethical	  planning	  for	  the	  study.	  The	  fact	  that	  the	   research	   could	   have	   impacted	  negatively	   on	   the	   participants,	   (i.e.	   of	   them	  revealing	   too	   much,	   experiencing	   emotional	   discomfort	   in	   revisiting	   past,	  present	  and	  anticipated	  feelings/events,	  or	  withdrawing	  from	  the	  project)	  had	  to	  be	  identified	  and	  mitigated	  against.	  Conversely	  —	  and	  not	  exclusively	  —	  the	  possibilities	   of	   benefit	   for	   participants	   emerged	   from	   documentary	   (Juhasz,	  1999;	   McLaughlin,	   2010;	   Mairs	   Dyer,	   2013),	   feminist	   (Spence,	   1986,	   2005;	  Spence	  and	  Martin,	  2001,	  2012)	  and	  cross-­‐disciplinary	  (Pink,	  2011;	  Hogan	  and	  Pink,	  2012)	  literature.	  
	  In	  the	  literature	  there	  is	  little	  attention	  to	  or	  theorising	  about	  how	  cameras	  are	  appropriated,	   used	   as	   research	   tools,	   and	   integrated	   into	   lives	  when	   they	   are	  handed	  over.	  This	  lends	  importance	  to	  questioning:	  How	  were	  the	  cameras	  used	  




What	   role	   was	   played	   by	   the	   collaborative	   edit	   and	   feedback	   screenings?	  Collaborative	  editing	  and	  feedback	  screenings	  formed	  a	  central	  part	  of	  Rouch’s	  shared	   visual	   anthropology	   and	   form	   a	   central	   part	   in	   fulfilling	   ethical	  collaborative	   filmmaking	   practices.	   I	   wanted	   to	   explore	   the	   significance	  attached	   to	   feedback	   screenings	   and	   editing	   collaboratively	   by	   participants	  when	   they	   have	   been	   responsible	   for	   filming	   the	   material.	   Considering	   this	  question	   also	   incorporated	  parameters	   of	   self-­‐censorship	   and	  deliberations	   of	  audience	  by	  the	  participants,	  as	  well	  as	  my	  own	  authorial	  influences	  through	  my	  interactions,	   the	   editing	   processes,	   and	   the	   final	   structure	   that	   brought	   the	  contributions	  together.	  	  
	  
























Pre-­‐identified	   trends	   prioritise	   knowledge,	   impose	   assumptions,	   and	   promote	  generalisations	  that	  belie	  the	  complexities	  of	  the	  voice	  of	  those	  diagnosed	  with	  illnesses.	  Mary	  Bredin	  extended	  this	  notion	  to	  the	  pre-­‐identification	  of	   themes	  in	   clinical	   research,	  which	   can	   be	   in	   direct	   conflict	  with	   lived	   experience	   and	  “detract	  from	  the	  gravity	  of	  facing	  a	  life	  threatening	  illness”	  (1999,	  p1114).	  	  By	   problematising	   the	   interview	   I	   wanted	   to	   avoid	   making	   the	   participants’	  narratives	  simply	  responses	  to	  external	  stimuli;	  I	  sought	  to	  allow	  participants	  to	  explore	  “anything	  that	  emerges	  at	  a	  specific	  moment	  in	  one’s	  thinking	  process,	  that	   related	   back	   to	   one	   intimate	   experience	   and	   then	   proceed	   slowly	   from	  there	  ...”	  (Minh-­‐ha,	  1999,	  p34).	  As	  Minh-­‐ha	  noted,	  the	  objective	  is	  to	  let	  “things	  come	  to	  you	  rather	  than	  seizing	  or	  grasping	  them”	  (ibid.).	  	  As	   interventions	   in	   social	   research,	   interviews	   exist	   on	   a	   continuum:	   some	  theorists	   have	   classified	   informal	   conversation	   in	   the	   research	   setting	   as	   an	  ‘interview’	   (Hammersley	   &	   Atkinson,	   2007,	   p108)	   since	   conversations	   “are	  never	   simply	   conversations,	   because	   the	   ethnographer	   has	   a	   research	   agenda	  and	   must	   retain	   some	   control	   over	   the	   proceedings”	   (ibid.,	   p117).	   Like	   most	  researchers	   (Hammersley	   &	   Atkinson,	   2007;	   Fontana	   &	   Frey,	   2005,	   p696),	   I	  believe	   that	   neutrality	   is	   impossible	   in	   this	   respect.	   Each	   encounter	   and	  conversation	  I	  had	  with	  participants	  was,	  of	  course,	  bound	  to	  the	  context	  of	  the	  research.	   I	   tried	  to	  not	   ‘control’,	  probe,	  or	  actively	  seek	  knowledge	  about	  their	  experiences;	  rather,	  I	  tried	  to	  be	  an	  empathetic	  listener	  and	  to	  support	  them	  in	  their	   chosen	   process	   of	   knowledge	   production.	   However,	   as	   my	   filmed	  interactions	   with	   one	   participant,	   PA	   show	   (i.e.,	   18:17,	   47:45)14,	   in	   all	   of	   the	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
	  




encounters	  knowledge	  was	  a	  co-­‐construction.15	  	  Some	   practitioners	   have	   used	   methodologies	   to	   reduce	   direct	   interview	  intervention	  in	  their	  research,	  to	  shape,	  stimulate	  and	  guide	  “different	  types	  of	  intentionality,	  interaction,	  and	  understanding	  of	  people’s	  everyday	  thinking	  and	  being”	  (Irving,	  2007,	  p187).	  Holliday	  (2000,	  2004,	  2009)	  invited	  participants	  to	  use	   ‘dress’	  as	  a	  stimulant	   for	  exploration	  of	   identity;	  Cahal	  McLaughlin	  (2010)	  used	   ‘the	   materiality	   of	   spaces’	   to	   inform	   knowledge	   production	   and	  performance	   of	   memory	   of	   political	   violence;	   Barnes	   et	   al.,	   (1997)	   invited	  participants	  to	  make	  a	  legacy;	  Pink	  &	  Mackley	  (2014)	  used	  performing	  laundry;	  and	  Irving	  (2007)	  used	  journey	  and	  performance.	  	  	  Worth	  and	  Adair’s	  work	  offered	  a	  very	  open	  line	  of	  research:	  “You	  can	  make	  any	  kind	  of	  movie	  you	  want	  to;	  you	  can	  make	  it	  about	  anything	  you	  want	  to;	  I	  won’t	  tell	  you	  what	  to	  do”	  (1997,	  p78).	  It	  is	  their	  approach	  that	  informed	  my	  decision	  to	   simply	   guide	   participants:	   “you	   know	   you	   have	   been	   invited	   to	   take	   part	  because	  you	  have	  had	  a	  diagnosis	  of	  breast	  cancer.	  You	  are	  being	  given	  a	  camera	  for	  three	  to	  six	  months	  to	  film	  whatever	  is	  important	  to	  you”.16,	  17	  	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
	  








brings	   out	   not,	   as	   has	   often	  been	   claimed,	   the	   arbitrariness	   of	   human	  behaviour	  ...[,]	  but	  the	  degree	  to	  which	  its	  meaning	  varies	  according	  to	  the	  pattern	  of	  life	  by	  which	  it	  is	  informed	  (Geertz,	  2000,	  p14).	  	  Ehlers	  &	  Krupar,	   (2012)	  offered	  a	   stark	  example	  of	   the	   importance	  of	  making	  experiences	   of	   breast	   cancer	   visible	   outside	   of	   the	   clinic	   following	   a	   doctor’s	  reaction	   to	   seeing	   a	   photograph	   exhibited	   in	   the	   street	   of	   a	   young	   pregnant	  woman	  who	  had	  undergone	  a	  bilateral	  mastectomy.	  The	  photograph,	   taken	  by	  David	  Jay,	  was	  being	  used	  to	  advertise	  the	  SCAR	  project	  (Jay,	  2012).	  The	  doctor,	  Domhall	  Macauley,	  recalled	  his	  response:	  “the	  reality	  of	  the	  disease	  had	  escaped	  from	  the	  consulting	  room,	  and	  without	   the	  usual	  professional	  defences,	   it	  was	  scary”	  (Macauley,	  quoted	  in	  Ehlers	  &	  Krupar,	  2012,	  p5).	  He	  also	  reverted	  to	  an	  unquestioning	   diagnostic	   generalisation	   by	   incorrectly	   assuming	   that	   the	  woman’s	  distended	  abdomen	  was	  due	  to	  liver	  ascites.	  	  In	   situating	   the	   research	   away	   from	   the	   clinic,	   I	   also	  wanted	   to	  minimise	   the	  potential	   for	   the	   regulatory	   powers	   that	   dominate	   hospitals’	   institutional	  regimes	   to	   influence	   the	   participants’	   testimony.	   I	   proposed	   that	   the	   “clinical	  codification	  of	  the	  inducement	  to	  speak”	  (Foucault,	  1998,	  p65)	  could	  influence	  participants	  when	   ‘scientifico-­‐medical’	   interviews	  or	   research	   is	   conducted	  by	  clinical	   staff.	   Further,	   I	   questioned	   whether	   the	   coding	   effects	   and	   politics	  imposed	   by	   the	   hospital	   space	   itself	   could	   affect	   testimony	   (Foucault,	   1991,	  pp143–4).	  So	  even	  if	  I	  as	  a	  non-­‐clinical	  researcher,	  invited	  participation	  from	  a	  hospital	   —	   the	   space	   itself	   may	   ‘code’	   and	   impose	   a	   particular	   way	   of	  understanding	   the	   research.18	  To	   lessen	   these	   clinical	   influences,	   participants	  were	   invited	   to	   take	   part	   through	   community	   groups,	   cancer	   support	   groups,	  cancer	  charities,	  and	  word-­‐of-­‐mouth.	  	  	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
	  




I	  do	  not	  claim	  that	  this	   ‘invitation	  strategy’	  eliminates	  other	  cultural	  and	  social	  codifying	   effects	   of	   testimony,	   but	   acknowledge	   that	   other	   “regimes	   of	  practices”	   (Foucault,	   1994b,	   p225)	   and	   “cultures	   of	   action”	   (Klawiter,	   2008,	  p44)	   will	   exert	   influences	   on	   the	   participants.	   As	   already	   mentioned,	  pharmaceutical	  companies,	  social	  movements,	  managed	  care	  and	  patient-­‐driven	  incentives	   are	   all	   loci	   of	   power,	   activism,	   and	   authority	   within	   the	   culture	   of	  breast	  cancer.	  	  In	  the	  early	  planning	  stages	  of	  my	  research	  I	  used	  certain	  words	  and	  concepts	  that	  were	  strongly	  positivist.	  One	  word	  was	  ‘recruitment’	  in	  reference	  to	  asking	  participants	  to	  take	  part	  in	  the	  project.	  It	   is	  a	  standard	  phrase	  used	  in	  medical	  research,	  and	  as	  such	  was	  possibly	  an	  ingrained	  setting	  from	  my	  previous	  work,	  but	   it	   was	   fundamentally	   positivist	   in	   outlook.	   There	   is	   an	   implicit	   power	  hierarchy	  within	   ‘recruitment’	   that	   requires	   submission	   to	   the	   person	  who	   is	  recruiting,	   and	   I	   quickly	   substituted	   it	   with	   the	   term	   ‘invitation’.	   I	   had	   to	  consciously	  check	  against	  similar	  pejorative	  habitual	  phrases	  such	  as	  ‘drop	  out’	  and	  ‘compliance’	  with	  treatment/research.	  In	  addition,	  the	  working	  title	  for	  this	  research	   included	   the	   descriptive	   noun	   ‘patient’.19	  This	   labelling	   contradicted	  my	   expressed	   desire	   to	   remove	   the	   research	   from	   the	   clinic,	   confining	   and	  homogenising	  all	  participants	  into	  a	  medically	  descriptive	  group.	  	  Community	   and	   support	   groups	   and	   breast	   cancer	   charities	   were	   selected	   to	  obtain	  the	  widest	  possible	  representational	  base	  of	  experience,	  ethnicity,	  sexual	  orientation,	  and	  age	  (Appendix	  1).	  Individuals	  from	  within	  the	  groups	  were	  self-­‐selecting.	  Whilst	   I	   began	  with	   a	   single	   contact	   in	   each	   group,	   I	   tried	   to	   avoid	  using	   ‘gatekeepers’	   to	   recommend	   individuals,	   requesting	   that	   anyone	   who	  wanted	   to	   take	   part	   should	   do	   so	   voluntarily.	   Banks	   noted	   how	   selecting	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
	  




gatekeepers	  can	  lead	  to	  a	  politicised	  filmmaking	  (Banks,	  2001,	  p125).20	  	  	  Invitations	  to	  participate	  were	  sent	  using	  email,	  websites,	  word-­‐of-­‐mouth,	  and	  discussions.	   The	   inclusion	   criteria	   were	   that	   each	   subject	   must	   have	   had	   a	  breast	   cancer	   diagnosis	   during	   the	   nine	   to	   15	   months	   prior	   to	   the	   study’s	  commencement,	  and	  must	  have	  completed	  active	  treatment.	  	  	  “Much	  of	   the	   research	  on	  breast	   cancer	   also	   reifies	  dichotomies	  of	   health	   and	  illness	   through	   assumptions	   that	   once	   breast	   cancer	   treatments	   have	   been	  completed,	   women	   have	   few	   concerns”	   (Thomas-­‐MacLean,	   2004,	   p629).	  However,	   the	   cessation	   of	   active	   treatment	   and	   the	   transition	   from	  patient	   to	  ‘survivor’	   has	  been	   identified	   as	  being	  problematic	  —	   indeed	  a	   crisis	   (Arnold,	  1999)	   —	   for	   many	   individuals	   diagnosed	   with	   cancer.	   This	   transition	   poses	  discrete	  on-­‐going	  physical,	  physiological,	  and	  interpersonal	  challenges	  (Stanton,	  2006,	  p5132;	  Arnold,	  1999;	  Pelusi,	  1997;	  Fallowfield,	  1991,	  pp72–73).	  Stanton	  identified	   several	   expectations	   of	   completing	   treatment	   that	  may	   characterise	  this	  period:	  individuals	  often	  feel	  that	  they	  should	  ‘be	  celebrating’,	  ‘feel	  well’,	  ‘be	  the	  pre-­‐cancer	  me’	  and	  ‘should	  not	  need	  support’	  (Stanton	  et	  al.,	  2005a,	  p2609).	  Instead,	   at	   the	   end	   of	   active	   cancer	   treatment,	   patients	   often	   feel	   ‘‘lost	   in	  transition’’	  (Ganz	  et	  al.,	  2008,	  p209).	  They	  describe	  a	  sense	  of	  isolation	  (Stanton,	  2005a;	  Arnold,	  1999),	  uncertainty	  (Garofolo	  et	  al.,	  2009)	  and	  a	  lack	  control	  over	  their	   lives	   (Bell	   et	   al.,	   2010).	   Many	   feel	   less	   protected	   (McKinley,	   2000)	   and	  supported	   (Arnold,	   1999;	   Mahler,	   1982),	   continue	   to	   experience	   ongoing	  physical	   symptoms	  and	   fear	  recurrence	  (Vickberg,	  2001,	  2003;	  Mahler,	  1982).	  My	  experiences	  making	  Remember	  The	  Day	  (2010,	  London)	  and	  BI’s	  statement	  “I	  have	  found	  this	  part,	  the	  aftermath	  of	   it	  all,	  harder	  I	  think	  than	  dealing	  with	  the	   actual	   disease”(53:15),	   confirmed	   the	   vulnerability	   of	   this	   transition	   for	  individuals.	  	  	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
	  












Informed	  consent	  is	  a	  central	  tenet	  of	  visual	  research	  (Barbash	  &	  Taylor,	  1997;	  Aull	   Davies,	   2008;	   Clark	   et	   al.,	   2010;	   Pink,	   2007).	   However,	   it	   is	   difficult	   to	  negotiate	  truly	  informed	  consent	  at	  the	  start	  of	  a	  project,	  due	  to	  problems	  both	  in	   predicting	   outcomes	   of	   research	   and	   in	   the	   conflation	   of	   understanding	  between	   researcher	   and	   participants	   of	   research	   aims;	   these	   are	   reasons	   for	  ethical	  planning	  and	  implementation	  to	  be	  an	  ongoing	  process	  (Pink,	  2007,	  p53;	  Ruby,	  1991,	  p55).	  Furthermore,	  fixed	  consent	  does	  not	  allow	  for	  participants	  to	  offer	  feedback	  or	  have	  their	  ethical	  values	  incorporated	  into	  the	  process.	  Early	  in	  my	  research,	  it	  became	  apparent	  that	  participants	  interpreted	  the	  guidance	  in	  different	   ways,	   and	   that	   any	   outcomes	   for	   the	   research	   should	   be	   decided	  collaboratively	  with	  participants	  in	  response	  to	  these	  interpretations	  and	  to	  the	  material	  produced.	  	  Whilst	  I	  am	  critical	  of	  the	  fixed	  model	  I	  initially	  adopted,	  I	  disagree	  with	  Clark’s	  binary	  assumption	  that	  all	  biomedical	   frameworks	  fail	   to	  consider	  an	  ethics	  of	  care	  (Clark,	  2010,	  p82),	  as	  ‘care’	  was	  something	  that	  was	  thoroughly	  planned	  in	  my	  original	  ethics	  proposal.	  I	  also	  agree	  with	  Murphy	  and	  Dingwall	  (2007)	  that	  
rigid	  anticipatory	  models	  can	  be	  restrictive,	  however,	   I	  do	  not	  want	  to	  dismiss	  the	   notion	   of	   an	   anticipatory	   framework,	   for	   there	   is	   clearly	   an	   imperative	   in	  advance	   of	   starting	   a	   study,	   to	   understand	   and	   be	   sensitive	   to	   a	   research	  community,	   predict	   possible	   negative	   responses	   or	   outcomes,	   prevent	   harm,	  and	   put	   in	   place	   safeguards.	  21	  Nevertheless,	   anticipatory	   frameworks	   should	  not	  be	  rigid.	  McLaughlin	  (2010)	  and	  Pink	  (2007)	  emphasised	  the	  importance	  of	  clarity	  over	  ownership	  of	  data,	  and	  I	  should	  have	  been	  clearer	  about	  this	  from	  the	  start.	  	  	  The	  research	  protocol	  also	  included	  planning	  for	  the	  intervention’s	  potential	  to	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
	  








censorship.	  However,	  one	  cannot	  ignore	  (and	  indeed	  the	  research	  relies	  upon)	  the	  potential	  for	  the	  camera	  to	  act	  as	  a	  “stimulant”	  (Rouch	  interviewed	  by	  Yakir,	  1978,	  p7)	  or	   “accelerator”	   (Rouch	  quoted	   in	  Eaton,	  1979b,	  p51),	  even	  without	  the	  presence	  of	  an	  observer	   (Renov,	  2004b,	  p203).	  Two	  participants	   said	   that	  they	  were	  disclosing	   information	  that	  they	  felt	   they	  might	   later	  delete,	  or	  only	  make	   available	   for	  my	  PhD,	   to	   healthcare	   professionals,	   or	   people	   affected	  by	  breast	   cancer.	   In	   this	   respect,	   the	   prospect	   of	   being	   watched,	   valued,	   and	  respected	   by	   a	   “dedicated	   audience”	   (Chalfen	   et	   al.,	   2010,	   p208)	   was	  unproblematic,	  but	  the	  possibility	  for	  some	  of	  their	  films	  being	  interpreted	  out	  of	   context	  was	  a	   concern	  voiced	   in	   the	   first	   few	  weeks	  of	   filming.	   Indeed,	   two	  other	  participants	  expressed	  concern	  over	  the	  possible	  unfavourable	  reaction	  of	  
known	  or	  familial	  audiences	  to	  previously	  private	  disclosures.	  This	  echoed	  other	  visual	  research,	  such	  as	  Barnes	  et	  al.’s	   (1997)	  work	  with	  HIV	  positive	  women,	  Mairs	  Dyer’s	  (2013)	  audiovisual	  storytelling	  research	  in	  post-­‐conflict	  Northern	  Ireland,	  and	  Kutluğ	  Ataman’s	  Kuba	  (2005,	  London).	  Whilst	  there	  was	  a	  selective	  porosity	  of	  public/private22	  boundaries	  in	  relation	  to	  knowledge	  production,	   it	  was	  a	  fluid	  process	  that	  lessened	  over	  the	  research	  period.	  	  This	   reaction	   is	   in	   line	   with	   the	   following	   example	   from	   my	   earlier	   film,	  
Remember	   the	  Day	  (2010,	   London).	   In	   this	   project,	   one	   participant	   did,	   in	   the	  group	   setting	   and	   in	   the	   moment,	   stray	   beyond	   what	   they	   felt	   comfortable	  saying.	  She	  disclosed	  something	  during	  filming	  that	  she	  had	  never	  shared	  with	  her	  family,	  and	  did	  not	  want	  it	  to	  be	  included.	  I	  made	  a	  rough	  cut	  for	  her	  to	  see,	  which	   she	   then	   chose	   to	   show	   her	   family.	   After	   an	   emotional,	   immensely	  cathartic	  dialogue	  with	  her	  family,	  she	  decided	  to	  include	  it	  in	  the	  final	  film.	  	  	  The	   final	   consent	   form	   containing	   all	   participants’	   suggestions	   and	   listing	   the	  anticipated	  outcomes	  for	  the	  films	  was	  signed	  only	  on	  completion	  of	  the	  films.	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
	  




Although	  the	  participants	  own	  the	  material,	  I	  have	  their	  permission	  to	  use	  it	  as	  outlined	   (Appendix	   3)	   and	   they	   retain	   the	   right	   of	   veto.	   While	   eight	   of	   the	  participants	  consented	  to	  their	  material	  being	  made	  available	  in	  all	  forms	  to	  all	  audiences,	  each	  will	  be	  consulted	  as	  opportunities	  arise.	  One	  remained	  hesitant	  about	   future	   use.	   Despite	   initial	   concerns	   about	   audience,	   eight	   of	   the	   nine	  participants	  want	   the	   films	   to	  reach	  as	  wide	  an	  audience	  as	  possible.	   I	   invited	  anyone	  who	  was	   (&	  still	   is)	   interested	   to	  engage	   in	  dissemination	  projects	   (in	  line	   with	   Banks,	   2001;	   Pink,	   2007).	  23	  Participant	   involvement	   continued	   in	  preparing	   for	   the	   installation	   and	   the	   Gallery	   Talk.	   The	   fact	   that	   participants	  were	  motivated	  to	  take	  part,	  at	  least	  in	  part,	  by	  the	  hope	  that	  their	  films	  would	  help	  others	  imposes	  a	  strong	  ethical	  responsibility	  upon	  me	  to	  ensure	  that	  the	  films	  are	  extensively	  distributed.	  	  However,	   the	   way	   in	   which	   I	   ethically	   interpreted	   and	   produced	   knowledge	  through	   my	   written	   theorising	   and	   analysis	   raised	   concerns	   about	   disclosing	  information	  provided	  to	  me	  during	  the	  research	  period.	  I	  kept	  a	  diary	  during	  the	  research	   period.	   I	   was	   cautious	   about	   the	   possibility	   of	   it	   becoming	   covert,	  detached	  surveillance;	  thus	  my	  aim	  was	  that	  it	  should	  be	  an	  open,	  experiential	  and	   immersive	   record	   rather	   than	   a	   secretive	   observational	   process.	   At	   the	  same	  time	  as	  making	  the	  process	  of	  my	  note	  taking	  transparent	  to	  participants	  (and	   ultimately	   to	   the	   reader	   of	   the	   thesis	   and	   viewer	   of	   the	   films),	   I	   did	   not	  want	   to	   physically	   write	   during	   our	   meetings,	   feeling	   this	   would	   connote	   an	  interview.	   So	   generally	   I	  wrote	   immediately	   after	   each	  meeting,	   recording	  my	  own	  emotions	  and	   responses,	  our	   interactions,	   and	  also	  noted	  aims	  and	   ideas	  that	  the	  participants	  expressed	  (I	  anticipated	  that	  the	  latter	  could	  function	  as	  an	  aide	   memoire	   for	   them	   should	   they	   ‘run	   out’	   of	   things	   to	   film	   later	   in	   the	  process).	  Occasionally	  I	  did	  record	  ‘direct	  quotes’.	  We	  also	  shared	  knowledge	  in	  emails	  and	  telephone	  calls.	  	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
	  




I	   propose	   that	   the	   diaries	   should	   be	   read	   as	   highly	   subjective,	   selective	   and	  recontexualised	  documents.	  Importantly,	  they	  are	  not	  intended	  to	  be	  read	  as	  a	  ‘expert	   voice’	   —	   but	   rather	   as	   the	   voice	   of	   a	   co-­‐participant	   in	   the	   research	  process.	  The	  diary	  extracts	  form	  Appendix	  4.	  24	  	  Whilst	  I	  have	  anonymised	  the	  participants	  in	  my	  writing,	  when	  the	  thesis	  is	  read	  with	   the	   films	   the	  participants	  will	   be	   identifiable	   and	   I	  do	  not	  want	   to	  break	  their	   trust.	   In	   looking	  at	  ethnographic	  research	   in	  healthcare	  settings,	  Murphy	  and	  Dingwall	  noted	  that,	  due	  to	  the	  protracted	  nature	  of	  ethnographic	  research:	  	  	   The	  line	  between	  researcher	  and	  friend	  or	  confidante	  becomes	  blurred	  and	   hosts	   may	   disclose	   information	   that	   they	   do	   not	   recognise	   as	  relevant	   to	   the	   research	   but	  which	   the	   researcher	   considers	   to	   be	   so.	  This	  raises	  questions	  about	  the	  extent	  to	  which	  the	  hosts’	  prior	  consent	  justifies	  the	  use	  of	  such	  disclosures	  as	  data	  (2007,	  p2226).	  	  Knowing	  as	  much	  as	   I	  do	   is	   the	  most	  profound	  privilege,	   as	  well	   as	  an	  ethical	  burden.	  	  In	  his	  writing	  on	  intimacy	  and	  the	  visual	  in	  anthropology,	  Peter	  Biella	  sought	  to	  overcome	  racist	  and	  sexist	  attitudes	  and	  prejudicial	  Othering,	  a	  point	  to	  which	  I	  will	  return	  to	  and	  draw	  from.	  But	  in	  terms	  of	  research	  relationships	  where	  there	  are	   “intimate	  confidences	  between	  anthropologists	  and	   informants	   ”there	  also	  exists,	   he	   asserted,	   the	   possibility	   that	   intimacy	   can	   make	   individuals	  vulnerable:	  “intimacy	  is	  a	  dangerous	  condition	  in	  which	  each	  individual	  exposes	  truths	  that	  the	  other	  could	  exploit”	  (Biella,	  2009,	  pp144-­‐145).	  	  	  Duncombe	   and	   Jessop	   highlighted	   the	   ethical	   dilemmas	   of	   using	   rapport	   as	   a	  methodological	  tool	  to	  gain	  access	  to	  ‘knowledge’	  through	  reciprocal	  disclosure	  in	  research	  (2012).	  They	  argued	  that	  “the	  skills	  of	  ‘doing	  rapport’	  have	  become	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  








unexploitative,	  ethical	  research	  relationships.	  I	  use	  the	  term	  with	  caution	  and	  in	  reference	  to	  Minh-­‐ha’s	  descriptions	  of	  her	  practice:	  	   In	  other	  words,	   a	   speaking	   that	  does	  not	  objectify	  does	  not	  point	   to	  an	  object	   as	   if	   it	   is	   distant	   from	   the	   speaking	   subject	   or	   absent	   from	   the	  speaking	  place.	  A	  speaking	  that	  reflects	  on	  itself	  and	  can	  come	  very	  close	  to	  a	  subject	  without,	  however,	  seizing	  or	  claiming	  it	  (1999,	  p218).	  	  I	  have	  sought	  participants’	  approval	  for	  anything	  I	  think	  may	  be	  sensitive	  —	  for	  example,	   their	  medical	  details	   and	  diary	   extracts.	   I	   do	  not	   agree	  with	  Murphy	  and	  Dingwall’s	   pejorative	   assertion	   that	   collaborating	   in	   this	  way	  provides	   an	  opportunity	   to	   “suppress	   findings	   they	   [the	   participants]	   find	   unpalatable”	  (2007,	   p2226)	   —	   although	   if	   they	   did,	   it	   is	   their	   right	   to	   choose	   what	   they	  reveal.	   Instead,	   this	   presents	   an	   opportunity	   to	   complete	   a	   research	   process	  ethically.	  	  	  EMPLACEMENT	  Rouch’s	   voice-­‐over	   in	   La	   Pyramid	   Humaine	   (1961,	   France)	   asserted	   the	  importance	   of	   understanding	   intersubjective	   relationships	   in	   ethnographic	  filmmaking.	   This	   priority	   is	   central	   to	  much	   theorising	   on	   visual	   ethnography	  (Pink,	  2007;	  MacDougall,	   1998;	  Banks,	  2001).	  Pink	   stated	   that	   examining	   “the	  intersubjectivity	  between	  researchers	  and	  their	  research	  contexts”	  is	  crucial	  to	  understanding	  the	  lives	  and	  worlds	  being	  researched	  (2007,	  p24).	  I	  will	  provide	  a	  critical	  appraisal	  of	  the	  research	  relationships,	  acknowledging	  our	  individual	  and	  collective	  positioning	  in	  the	  research	  environment.	  	  




whilst	   recognising	   the	   “political	   and	   ideological	   agendas	   and	   power	   relations	  integral	   to	   the	   contexts	   and	   circumstances	   of	   ethnographic	   process”	   (Pink,	  2012b,	   p23).	   Pink’s	   description	   of	   emplacement	   and	   her	   insistence	   that	  ethnography	   is	   a	   “reflexive	   and	   experiential	   process”	   (ibid.,	   p8)	  —	   a	   “coming	  together	   and	   entanglement	   of	   persons,	   things,	   trajectories,	   sensations,	  discourses	   and	  more”	  where	   “places	   are	   constantly	   changing	   and	  open”	   (ibid.,	  pp41-­‐42)	  —	  has	  been	  useful	  in	  analysing	  research	  roles	  and	  positioning.	  	  Pink	  argued	  this	  is	  a	  two-­‐fold	  process:	  “we	  need	  to	  investigate	  the	  emplacement	  of	   the	   people	   who	   participate	   in	   our	   research.	   It	   is	   equally	   important	   for	  ethnographers	  to	  acknowledge	  their	  own	  emplacement	  as	  individuals	  in	  and	  as	  part	   of	   specific	   research	   contexts”	   (2012b,	   p25).	  Whilst	   these	   two	   points	   are	  interrelated,	   I	  shall	   focus	  on	  the	   latter	   first,	  before	  examining	  the	  participants’	  emplacement.	   I	   rejected	   Pink’s	   belief	   that	   we	   should,	   or	   rather	   can,	   become	  “similarly	  situated”	  (ibid.,	  p50)	  with	  research	  participants	  as	  outsiders.	  	  My	   intuitive	   positioning	   in	   this	   research	   inevitably	   draws	   on	   my	   healthcare	  background	   and	   previous	   research	   relationships,	  which	   acknowledges	   that	   as	  an	   ‘Outsider’	   one	   cannot	   ‘know’	   what	   it	   feels	   like	   to	   have	   had	   or	   to	   have	   a	  disease.	  From	  many	  years	  working	  across	  a	  number	  of	  healthcare	  sectors,	  and	  from	   listening	   to	   the	   participants	   in	   this	   research,25	  I	   am	   ambivalent	   about	  proximity	  in	  research	  relationships.	  The	  anthropologist	  Paul	  Stoller,	  writing	  on	  his	  own	  experience	  of	  being	  diagnosed	  with	  and	   living	  with	   cancer,	   explained	  the	  profound	  intensity	  of	  shared	  experience	  that	  would	  enable	  being	  “similarly	  situated”	   in	   research.	   He	   wrote	   of	   “a	   silent	   bond,	   though,	   with	   other	   cancer	  patients.	   They	   knew	   the	   emotional	   horror	   of	   a	   cancer	   diagnosis,	   the	   strange	  fraternity	  of	  treatment,	  and	  the	  intractable	  uncertainty	  of	  remission.	  They	  knew	  what	   I	   knew…”	   (Stoller,	   2014,	   p114).	   Someone	   who	   has	   not	   been	   diagnosed	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
	  












researcher	  in	  the	  participants’	  lives.	  I	  will	  first	  focus	  on	  some	  general	  aspects	  of	  my	  emplacement,	  and	  further	  examples	  emerge	  later	  in	  the	  thesis.	  	  	  My	   relationships	   were	   predicated	   on	   a	   similar	   pattern:	   I	   met	   with	   the	  participants	  in	  a	  place	  of	  their	  choice,26	  which	  included	  coffee	  shops,	  homes,	  the	  university,	  even	  an	  unused	  railway	  platform.	   Initially	  we	  met	  quite	   frequently,	  but	   I	   was	   guided	   by	   how	   each	   participant	   responded	   to	   the	   research	   and	   to	  being	  left	  ‘alone’	  with	  the	  camera.27	  All	  were	  given	  the	  same	  initial	  guidance,	  but	  each	  participant	  and	  each	  encounter	  was	  different,	  and	  each	  relationship	   took	  on	  a	  life	  of	  its	  own.28	  As	  mentioned	  I	  kept	  notes	  from	  our	  meetings.	  	  	  I	   felt	   anxious	   about	   the	   ethics	   of	   meeting	   in	   public	   places	   to	   discuss	   health-­‐related	  issues.	  This	  undoubtedly	  related	  to	  my	  professional	  background	  where	  medical	  information	  was	  confidential	  and	  confined	  to	  enclosed	  spaces.	  None	  of	  the	   participants	   shared	   my	   concerns,	   and	   they	   discussed	   their	   experiences	  confidently;	  nevertheless,	  I	  found	  myself	  simultaneously	  deeply	  moved,	  acutely	  aware	  of	  their	  vulnerability,	  and	  anxious.	  For	  example,	  when	  TO	  described	  the	  intimate	   details	   of	   her	   surgery	   whilst	   we	   were	   sipping	   frappuccinos	   at	  Starbucks,	   I	   listened	  with	  empathy	  and	  focus,	  but	  my	  responses	  were	  guarded	  —	  I	  did	  not	  want	  to	  encourage	  her	  to	  expose	  more	  than	  she	  chose	  to,	  or	  betray	  previous	  confidences	  by	  mentioning	  medical	  details	  back	  to	  her.	  In	  another	  cafe,	  BR	   apologised	   to	   me:	   an	   expression	   I	   gave	   clearly	   conveyed	   shock,	   and	   she	  asked	   if	   she	   was	   being	   too	   blunt,	   too	   open	   in	   her	   descriptions	   and	  contemplations	   of	   possible	   death.	   Now,	   in	  writing,	   I	   recall	   the	   ambivalences	   I	  vividly	   felt:	   the	   noisy	   staff	   and	   coffee	   machines	   irritated	   me,	   but	   I	   was	   also	  grateful	   for	  how	   they	  masked	  our	   conversations	   from	  others.	   I	  was	   conscious	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
	  








Each	  participant	  expressed	  aims	  of	  imparting	  experiential	  knowledge	  to	  others	  diagnosed	   with	   breast	   cancer.	   Frank 29 	  noted	   the	   “responsibility”	   that	  individuals	  who	  have	  experienced	   illness	   feel	   to	   “guide	  others	  who	  will	   follow	  them”	   (1995,	   p17).	   This,	   he	   argued,	   is	   achieved	   not	   through	   the	   provision	   of	  didactic	   instructions,	   but	   rather	   through	   making	   visible	   the	   process	   of	  constructing	   and	   navigating	   one’s	   own	   path.	   This	   responsibility,	   Frank	  maintained	  is	  “the	  core	  morality	  of	  the	  postmodern”	  (ibid.).	  	  	  Each	   of	   the	   participants	   was	   aware	   of	   the	   possibility	   that	   their	   films	   would	  reach	  a	  wider	  audience	  than	  other	  people	  affected	  by	  breast	  cancer.	  Indeed,	  for	  some	  participants	   this	  was	  a	  key	   factor	   in	   their	   taking	  part	   in	   the	  project	   (for	  example,	   TO	   wanted	   to	   raise	   awareness	   of	   hereditary	   breast	   cancer,	   DE	  secondary	   breast	   cancer,	   30 	  and	   EN	   Black	   lesbian	   perspectives).	   The	  responsibility	   that	   Frank	   describes,	   extends	   I	   argue	   to	   informing	   the	   wider	  public	  of	  the	  less	  well	  known	  variants	  of	  the	  disease	  on	  behalf	  of	  others.	  	  	  	  A	   reciprocity	   of	   the	   positive	   benefits	   of	   sharing	   knowledge	   was	   also	  acknowledged	  in	  the	  filmmaking	  process;	  in	  part	  the	  participants	  were	  making	  the	   films	   for	   themselves.	   The	   degree	   of	   interest	   in	   each	   of	   these	   beneficiaries	  varied	  between	  participants;	   furthermore,	  each	  participant’s	  audience	  was	  not	  fixed,	  but	  fluctuated	  during	  the	  course	  of	  the	  filmmaking.	  	  	  Several	   factors	  were	  used	   to	  examine	  each	  participant’s	  engagement	  with	  and	  understanding	   of	   the	   research,	   including:	   their	   initial	   understanding	   of	   the	  project;	   their	   individual	   motivation	   for	   participating;	   and	   the	   audiences	  identified	   by	   the	   filmmaker,	   both	   the	   initial	   primary	   audience	   and	   any	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
	  




subsequent	  audiences	  added.31	  	  BE’s	  initial	  interpretation	  of	  the	  project	  was	  that	  she	  was	  being	  invited	  to	  make	  a	   film	   that	   would	   focus	   on	   her	   experiences	   of	   cancer.32	  Her	   motivation	   for	  participating	  was	  to	  use	  her	  experiences	  to	  help	  others	  who	  had	  been	  similarly	  diagnosed.	   She	   wanted	   to	   share	   information	   that	   she	   wished	   she	   had	   known	  during	  her	  own	  treatment.	   	   “If	  other	  people	  can	  see	  some	  of	   the	  actual	  effects	  and	  hear	  how	  it	  affects	  them	  ...	  then	  by	  making	  this	  film	  hopefully	  other	  people	  will	   realise	   that	   they	  are	  not	  alone	  and	  what	   they	  experience	   is	   just	   typical	  of	  someone	  who	  is	  facing	  life	  after	  cancer”	  (00:54).33	  She	  was	  particularly	  keen	  to	  focus	   on	   the	   small	   things	   that	   remain	   unspoken	   —	   things	   that	   healthcare	  professionals	  may	  regard	  as	  insignificant.	  	  	  Whilst	  her	  motivation	  to	  help	  others	  remained	  throughout	  the	  research,	  BE	  was	  also	   making	   the	   film	   for	   herself.	   As	   the	   project	   progressed	   she	   began	   to	   feel	  personal	  benefits	  from	  participating.	  She	  anthropomorphised	  the	  camera	  as	  her	  “invisible	  friend”,	  who	  she	  could	  “off-­‐load	  to”	  without	  burdening	  anyone	  [Diary,	  8/5/14].	   The	   process	   of	   participating	   was	   therefore	   important;	   particularly	  given	   that	   she	   was	   facing	   uncertainty	   regarding	   an	   abnormal	   finding	   on	   an	  ultrasound	   scan	   soon	   after	   the	   research	   started.	   As	   she	   notes	   in	   her	   film,	  documenting	  this	  process	  for	  herself	  became	  increasingly	  significant:	  	  	   What	   I	   am	  going	   to	  do	   this	   time	   round	   though	   is	   I	   am	  going	   to	   try	  and	  make	   a	   note	   of	   how	   I	   feel	   when	   I	   go	   along	   to	   the	   appointments	   and	  between	   the	   tests	   and	   the	   results.	   It	   is	   something	   that	   people	   suggest	  should	  be	  done	  and	  I	  didn’t	  do	  it	  when	  I	  was	  diagnosed	  with	  the	  breast	  cancer	  (18:18).	  	  	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
	  












From	   the	   beginning,	  WA	   interpreted	   the	   project	   as	   an	   opportunity	   to	   explore	  her	   experiences	   of	   cancer.	   Rather	   than	   focusing	   on	   breast	   cancer	   in	   isolation,	  she	  understood	  the	  project	  as	  incorporating	  her	  experiences	  of	  living	  with	  and	  beyond	   breast	   cancer	   in	   the	   wider	   context	   of	   her	   life.	   WA	   had	   been	   helped	  enormously	  by	  Breast	  Cancer	  Care	  Voices34	  when	  she	  was	  first	  diagnosed	  with	  breast	  cancer,	  and	  she	  placed	  high	  value	  in	  sharing	  experiential	  knowledge.	  Her	  principal	  motivation	  in	  participating	  was	  to	  help	  others	  as	  she	  had	  been	  helped.	  She	  wanted	  to	  inspire	  people,	  though	  she	  did	  not	  presume	  that	  she	  would.	  She	  recalled	  how,	  when	  she	  was	  diagnosed,	  she	  was	  shown	  pictures	  of	  the	  women	  who	  were	   just	   a	   torso;	   she	   remembers	   craving	   to	   see	   the	   person	   behind	   the	  image,	  and	  this	  has	  inspired	  both	  her	  filming	  and	  her	  subsequent	  life	  modelling:	  	   Like	   when	   I	   was	   shown	   pictures	   before	   my	   operation…	   you	   are	   just	  shown	   this	   like	   torso,	   and	   these	   kind	   of…	   scarred	   breasts	   …	   and	   I	  remember	  thinking,	   I	  don’t	  want	  to	   look	  like	  that,	   I	  don’t	  want	  to	   look	  like	   that,	   and	   I	   just	   got	   really	   upset…	   I	   think	   part	   of	   that	  maybe	  was	  because	   that	   there	   was	   no	   person	   attached	   to	   it.	   I	   was	   literally	   just	  shown	  boobs	  and	  a	  tummy	  scar	  to	  kind	  of	  say	  that	  is	  what	  you	  will	  look	  like	  —	  there	  was	  no	  person	  there,	  there	  was	  nobody	  smiling	  or	   ...	  So	  I	  suppose	   I’d	   like…	   to	   be	   the	   person	   that	   belongs	   to	   those	   scars	   and	   I	  want	  people	  to	  be	  able	  to	  see	  me	  smiling	  (1:14:37).	  	  However,	   WA	   experienced	   an	   anxiety	   underlying	   her	   communications	   and	  encounters	   with	   other	   women	   who	   have	   experienced	   breast	   cancer:	   because	  she	  did	  not	  have	  chemotherapy	  or	  radiotherapy,	  she	  worried	  that	  the	  validity	  of	  her	  experience	  might	  be	  called	  into	  question	  (Diary,	  5/7/12).	  	  	  WA	  was	  also	  making	  the	  film	  for	  herself.	  She	  described	  to	  me	  how	  she	  wanted	  to	  use	   the	   camera	   to	  explore	  her	  metamorphosis;	   to	  explore	   the	  person	   that	   she	  has	  become	  as	  a	  consequence	  of	  her	  cancer	  experience.	  She	  wanted	  to	  use	  her	  cancer	   experience	   to	   transform	   and	   reinvent	   herself,	   to	   become	   a	   more	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
	  












diagnosed	   with	   the	   disease.	   Like	   WA,	   she	   had	   personal	   experience	   of	   the	  benefits	   of	   attending	   a	   local	   support	   group	   and	   wanted	   to	   share	   her	   own	  experiences	   more	   widely,	   particularly	   her	   belief	   in	   the	   importance	   of	  maintaining	  a	  positive	  outlook.	  However,	  PA	  initially	  struggled	  to	  interpret	  the	  best	  way	  to	  use	  the	  camera	  and	  engage	  with	  the	  project:	  “When	  you	  gave	  me	  the	  camera	  I	  thought,	  ‘oh	  my	  god,	  what	  I	  am	  going	  to	  do	  with	  this’”	  (Diary,	  6/9/14).	  In	  consultation	  with	  me,	  she	  subsequently	  decided	  to	   focus	  her	   filming	  on	  her	  cancer	   experiences	   in	   relation	   to	   friends,	   family,	   and	   individuals	   she	   had	  met	  since	  she	  was	  diagnosed.	  	  	  Like	   BI	   and	   BE,	   over	   the	   course	   of	   the	   research	   PA	   increasingly	   experienced	  participation	   as	   a	   personally	   helpful	   act:	   “It	   released	   things	   inside	   that	   you	  haven’t	   talked	   about	   before	   or	   had	   the	   chance	   to	   talk	   about	   before”	   (Diary,	  6/9/14).	  	  	  CONCLUSION	  Nine	  self-­‐selecting	  women,	  who	  had	  been	  diagnosed	  with	  breast	  cancer	  nine	  to	  36	  months	  before	   the	   study’s	   commencement	  date,	  were	  given	  video-­‐cameras	  with	  the	  invitation:	  “You	  know	  you	  have	  been	  invited	  to	  take	  part	  because	  you	  have	  had	  a	  diagnosis	  of	  breast	  cancer.	  You	  are	  being	  given	  a	  camera	  for	  three	  to	  six	  months	  to	  film	  whatever	  is	  important	  to	  you”.	  The	  participants	  filmed	  for	  an	  average	  of	  nine	  months	  and	  three	  weeks.	  	  This	   chapter	   offered	   a	   description	   and	   critical	   appraisal	   of	   key	   aspects	   of	  my	  methodology.	   Whilst	   each	   of	   the	   remaining	   chapters	   continues	   to	   address	  aspects	  of	   the	  research	  questions	  regarding	  collaborative	  methodology,	  ethical	  engagement	   and	   collective	   reflexivity,	   this	   chapter	   began	   the	   process.	   In	  addition,	  it	  raised	  and	  answered	  further	  questions.	  	  	  
Is	  the	  methodology	  an	  effective,	  respectful	  way	  of	  producing	  new	  knowledge,	  and	  




representational	   and	   authorial	   inequalities	   and	   develop	   a	   collaborative	  methodology	   that	   places	   authorship	   with	   participants	   outside	   of	   clinical,	  broadcast,	  and/or	  external	  directorial	  frameworks	  I	  have	  adopted	  and	  justified	  key	   strategies.	   I	   identified	   the	   interview	   and	   prior	   identification	   of	   themes	   as	  problematic	   interventions	   that	   reduce,	   homogenise	   and	   regulate	   experiences.	  Instead	  I	  used	  open-­‐ended	  guidance,	  inviting	  participants	  to	  film	  whatever	  was	  important	   to	   them.	   	   Unless	   invited	   into	   the	   frame,	   I	   was	   not	   present	   during	  filming.	   I	   acknowledged	   my	   role	   in	   the	   co-­‐construction	   of	   knowledge,	   which	  remained	  conditional,	  situated	  and	  temporal.	  	  	  I	   proposed	   that	   inviting	   participants	   to	   take	   part	   from	   a	   clinical	   environment	  may	   have	   codified	   responses.	   Instead	   I	   issued	   invitations	   via	  word	   of	  mouth,	  and	  through	  community	  and	  support	  groups,	  and	  health	  care	  charities.	   I	  made	  no	  claims	   that	  my	  decision	   to	   invite	  participants	   in	   this	  way	  was	   ideologically	  neutral	  and	  eliminated	  external	  agendas	  or	  researcher	  influenced	  input.	  I	  have	  however	  justified	  it	  as	  a	  significant	  step	  in	  researching	  illness	  in	  the	  context	  of	  the	  life	  it	  occurs	  in.	  In	  situating	  the	  research	  outside	  of	  the	  clinic,	  it	  has	  not	  been	  the	   purpose	   of	   this	   thesis	   to	   perform	   a	   comparative	   study	   of	   research	  methodologies.	  	  
How	  did	  the	  participants	  interpret	  the	  open-­‐ended	  research	  and	  how	  were	  we	  as	  




anticipated	  by	  some.	  The	  value	  of	  the	  research	  as	  a	  ‘process’	  and	  the	  research	  as	  ‘archival	  product’	  for	  participants	  tended	  to	  be	  fluid.	  	  	  Secondly,	   my	   positioning	   in	   the	   research	   was	   scrutinised.	   The	   proposed	  methodology	  was	  predicated	  on	   an	   exceptional	   amount	  of	   trust.	   In	   seeking	   to	  reduce	   my	   interventions,	   the	   impossibility	   of	   a	   neutral	   researcher	   was	  acknowledged.	   Intimacy	   in	   research	   relationships	   was	   problematised	   as	  potentially	  exploitative.	  The	  integrity	  of	  the	  researcher’s	  role	  carries	  particular	  significance	   as	   participants	  were	   asked	   not	   to	   delete	   any	   footage	   and	  will	   be	  discussed	   further.	   A	   model	   that	   recognised	   (from	   my	   own	   experiences,	   the	  participants	   views,	   and	   Stoller,	   2014)	   the	   impossibilities	   for	   ‘outsider’	  researchers	  to	  become	  ‘similarly	  situated’	  (Pink	  2012b,	  p50)	  with	  subjects	  was	  proposed.	  This	  model	  also	  advanced	  the	  importance	  of	  sensitively	  seeking	  out	  a	  respectful	   proximity	   and	   supporting	   participants	   during	   the	   course	   of	   the	  research	   in	   response	   to	   their	   needs.	   The	   research	   relationship	  would	   become	  exploitative	  if,	  for	  example,	  cameras	  were	  simply	  handed	  over	  to	  produce	  ‘visual	  data’	  purely	  for	  investigative	  gain.	  	  Ethical	  planning	  and	  implementation	  required	  revision	  during	  the	  course	  of	  the	  research,	   and	   necessitated	   asking	   a	   further	   research	   question:	   	  What	   ethical	  
guidelines	  arose	   from	   this	   research?	  The	   fixed	   anticipatory	   framework	   initially	  adopted	  did	  not	  allow	  for	  the	  participants	  to	  feed	  their	  ethical	  values	  back	  into	  the	   research	   process	   and	   failed	   to	   consider	   the	   impact	   of	   uncertain	   research	  outcomes.	   Anticipatory	   frameworks	   however	   remain	   an	   important	   part	   of	  research	  panning	  and	  implementation,	  but	  these	  should	  be	  flexible.	  Subsequent	  use	   of	   research	  material,	   decided	   in	   consultation	  with	   participants,	   should	   be	  incorporated	   into	   the	   consent	   forms	  and	   clarity	  of	   ownership	   from	   the	  outset	  established.	  	  	  








3.	   METHODOLOGY	   II:	   EDITING	   PROCESSES	   &	  REPRESENTATIONAL	  PLATFORMS	  
	  INTRODUCTION	  Having	   outlined,	   analysed,	   and	   justified	   my	   methodological	   approach	   to	  investigating	  experiences	  of	  breast	  cancer,	  and	  offered	  insight	  into	  the	  status	  of	  the	  knowledge	  produced,	  I	  will	  now	  problematise	  the	  editing	  and	  presentation	  of	  the	  research	  material.	  In	  doing	  so	  I	  focus	  on	  two	  further	  research	  questions:	  
What	  role	  was	  played	  by	  the	  collaborative	  edit	  and	  feedback	  screenings?	  And,	  how	  




focussing	   on	   three	   key	   considerations:	   respecting	   the	   collaborative	   nature	   of	  this	  research;	  the	  act	  of	  editing	  while	  respecting	  the	  gap	  or	  cavity	  between	  the	  moment	  of	   filming	  and	  the	   final	   film;	  and	  privileging	   the	  speaking	  subject	  and	  their	   filmed	   cademes	  —	   “the	   shot	   as	   it	   comes	   out	   of	   the	   camera”	   (Worth	   &	  Adair,	  1997,	  p89).	  35	  	  The	   decision	   to	  move	   away	   from	   a	   single	   intercut	   documentary	  was	   dictated	  significantly	  by	  the	  nature	  and	  diversity	  of	  the	  participants	  ‘rushes’	  themselves	  which	  in	  addition	  to	  revealing	  divergent	  illness	  experiences,	  were	  characterised	  by	   distinct	   styles	   of	   filmmaking.	   Lila	   Abu-­‐Lughod	   argued	   for	   a	   form	   of	  anthropological	  writing	  that	  brings	  “closer	  the	  language	  of	  everyday	  life	  and	  the	  language	   of	   the	   text”	   and	   that	   does	   not	   impose	   a	   hierarchy	   through	  generalisations	  (1991,	  p474–5).	  These	  are	   the	  aims	   I	  adopted	   in	  editing.	   I	  will	  describe	   the	   participants’	   ambivalent	   responses	   to	   feedback	   screenings	   and	  collaborative	  editing;	  however,	  their	  unanimous	  requests	  for	  minimal	  reduction	  in	  the	  quantity	  of	  material	  —	  a	  common	  request	  in	  collaborative	  projects	  (Elder,	  1995)	  —	  have	  also	  significantly	  guided	  my	  decision-­‐making.	  	  In	   the	   second	   half	   of	   the	   chapter	   I	   will	   propose	   an	   installation,	   with	   nine	  individual	   edited	   films,	   is	   the	   best-­‐suited	   platform	   to	   fulfil	   the	   aims	   of	   the	  research	   and	   of	   the	   participants.	   I	   will	   explain	   my	   decision-­‐making	   process,	  drawing	  from	  Paul	  Basu’s	  theorising	  (2009),	  Cahal	  McLaughlin’s	  use	  of	  a	  multi-­‐screen,	   interactive	   exhibition	   for	   his	   collaborative	   filmmaking	   in	   Northern	  Ireland,	   and	   the	   polyphonic	   installations	   of	   Kutluğ	   Ataman	   (Kuba,	   2005,	  London) 36 	  and	   Ann-­‐Sofi	   Sidén	   (Warte	   Mal!	   Prostitution	   after	   the	   Velvet	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
	  




Revolution,	   2002,	   London).37Ataman	   and	   Sidén’s	   projects,	   while	   focusing	   on	  divergent	   groups	   of	   people,	   share	   a	   number	   of	   features	  with	   each	  other,	  with	  the	   films	   produced	   in	   my	   research,	   and	   with	   aspects	   of	   McLaughlin’s	   work.	  Experiential	   knowledge	   was	   privileged	   —	   however	   complex	   or	   incomplete,	  partial	  or	  problematic,	  iterative	  or	  contradictory.	   	  They	  presented	  a	  number	  of	  competing	   and	   contesting	   perspectives	   that	   privilege	   the	   speaking	   voice,	   and	  they	   foregrounded	   realist	   documentation	   while	   problematising	   single-­‐screen	  conventions.	  The	  subjects	   in	  each	  work	  were	  all	  bound	  by	  a	  collective	   identity	  or	   have	   shared	   experiences,	   and	   their	   intimate	   testimonies	   existed	   outside	   of	  official,	   sanctioned	   versions.	   The	   practitioners	   adopted	   collaborative	   research	  methodologies/approaches,	   through	   protracted	   periods	   of	   engagement	   and	  documentation	  with	  research	  participants	  that	  sought	  to	  overcome	  hierarchical	  power	  imbalances.	  	  I	  therefore	  argue	  that	  the	  gallery	  can	  be	  used	  as	  a	  public	  space	  to	  explore	  social	  issues	   and	   an	   installation	   is	   an	   appropriate	   platform	   for	   the	   films	   that	   have	  emerged	  from	  my	  research.	  Basu	  (2009)	  proposed	  that:	  	   [t]he	  future	  of	  ethnographic	  film	  —	  of	  the	  use,	  that	  is,	  of	  moving	  image	  technologies	   in	   the	   service	   of	   the	   anthropological	   project	   —	   lies	  therefore	   beyond	   the	   narrative	   frame	   that	   typifies	   the	   established	  canon,	   and	   rests,	   I	   suggest	   in	   the	   continued	   experimentation	   with	  archival	  modes	  of	  articulation	  and	  distribution	  within	  online	  and	  offline	  exhibitionary	  contexts	  (ibid.,	  p107).	  	  
	  EDITING	  Rouch	   described	   editing	   as	   “the	   fixing	   of	   the	   truth”	   (quoted	   in	   Henley,	   2009,	  p292).	   We	   must	   therefore	   consider	   Mak’s	   question:	   “If	   facilitators	   resort	   to	  editing	   the	   material	   away	   from	   the	   people	   who	   filmed	   it,	   does	   this	   count	   as	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
	  




being	  non-­‐participatory	  behaviour?”	  (2012,	  p194)	  	  Flaherty’s	   practice	   in	   Nanook	   of	   the	   North	   (1922,	   USA)	   initiated	   a	   form	   of	  participatory	   editing	   characterised	   by	   feedback	   screenings.	   Critical	   opinions	  vary	  as	   to	  whether	  collaborative	  processes	   that	  also	   incorporate	  consultations	  in	   filming,	   training	   technicians	   as	   well	   as	   feedback	   screenings,	   achieve	   more	  authentic,	   less	   exploitative	   films.	  These	  practices	  did	   little	   to	  prevent	  Ukadike	  from	  making	  accusations	  of	  “paternalism	  and	  prejudice”	  (1990,	  p38)	  or	  Fatimah	  Tobing	  Rony	  from	  concluding	  that	  Nanook	  —	  like	  other	  ethnographic	  subjects	  —	   was	   presented	   “to	   be	   scopically	   possessed	   by	   the	   camera/filmmaker	   and	  audience	   as	   well”	   (1996,	   p102).	   Ruby,	   by	   contrast,	   contended	   that	   Flaherty	  successfully	  embarked	  on	  a	  partnership,	  was	  open	  about	  the	  constructed	  nature	  of	  the	  project,	  and	  was	  accountable	  to	  his	  subjects	  (2000c,	  pp83–91).	  	  Feedback	   screenings	   were	   a	   central	   part	   of	   Rouch’s	   praxis,	   for	   example	   in	  
Jaguar	   (1957–67),	   Petit	   a	   Petit	   (1968–69),	   La	   Pyramid	   Humaine	   (1961),	  




Rouch	   openly	   acknowledged:	   “I	   think	   we	   are	   in	   trouble”.	   They	   were	   clearly	  disturbed	   by	   the	   ethical	   implications	   of	   making	   the	   film,	   particularly	   by	   the	  probing	  of	  participants	  to	  produce	  ‘knowledge’,	  and	  were	  concerned	  about	  the	  status	  of	  the	  knowledge	  produced	  through	  filmic	  representations.	  	  	  Feedback	   screenings	   for	   Rouch	   were	   largely	   seen	   as	   a	   “long	   term”	   process	  (Henley	  2009,	  p254);	   to	  collaboratively	  plan	   further	   films	  and	  projects.	   In	   this	  respect	  my	  praxis	  differed.	  My	  primary	  aim	  was	  more	  short	   term.	   I	  wanted	  to	  enable	  the	  participants	  to	  play	  an	  active	  role	  in	  determining	  the	  content	  of	  their	  films.38	  Whilst	   like	   Rouch	   I	   gained	   greater	   insight	   from	   the	   process	   of	   the	  feedback	   screenings,	   I	   afforded	   greater	   authorial	   control	   to	   the	   participants	  than	  he	  did.	  	  Rouch	   warned	   of	   the	   potentially	   restrictive	   impact	   of	   showing	   films	   only	   to	  those	   who	  made	   them,	   arguably	   aiming	   only	   to	   satisfy	   those	   individuals	   and	  creating	   “a	   closed	   information	   circuit”.	   While	   issuing	   a	   rallying	   cry	   for	  collaborative	   feedback,	  he	  also	  called	   for	  “ethnographic	   films	  to	  become	  films”	  (Rouch,	  2003a,	  p44)	  that	  appeal	  to	  a	  wider	  and	  commercial	  audience.	  	  	  Rouch’s	  desire	  for	  a	  single	  ethnographic	  film	  that	  satisfied	  diverse	  audiences	  is	  contentious.	  Carelli’s	  practice	  with	  Brazilian	  Indians	  (reported	  by	  Aufderheide,	  1995)	  responded	  in	  part	  to	  this	  question.	  He	  edited	  a	  film	  on	  male	  initiation	  and	  produced	   two	   cuts:	   one	   largely	   unedited	   (and	   extremely	   repetitious)	   version	  intended	   for	   the	   local	   audience,	   and	   a	   second,	   highly	   edited	   version	   for	   those	  outside	   of	   the	   village.	   Carelli	   described	   the	   process:	   “we	  work	  more	  with	   the	  idea	   of	   just	   cleaning	   up	   the	  material	   and	  making	   the	   exhibitor’s	   work	   easier,	  grouping	   together	   the	   parts	   best	   liked	   by	   the	   local	   audience”	   (quoted	   in	  Aufderheide,	   1995,	   p91).	   Asch	   took	   this	   notion	   further	   by	   proposing	   that,	   to	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
	  




















In	  editing	  Chronicle	  of	  a	  Summer,	  Rouch	  considered	  the	  problems	  of	  assimilating	  “heterogeneous”	  perspectives,	  arguing	  that	  to	  “bring	  together	  their	  testimonies	  would	  falsify	  the	  truth”	  (Morin,	  2003,	  p251).	  Rouch	  felt	  the	  value	  of	  the	  film	  lay	  in	   the	   “evolution”	   of	   the	   subjects	   over	   the	   summer.	   So	   he	   proposed	   a	  chronological	  edit	  —	  “editing	  as	  a	  function	  of	  the	  filming	  rather	  than	  editing	  as	  a	  function	   of	   the	   subject”	   (ibid.,	   p251).	   This	   contrasted	   with	   Morin’s	   desire	   to	  impose	   a	   “collective	   halo”	   (ibid.,	   p252)	   around	   the	   subjects,	   by	   resisting	  individual	  stories,	  privileging	  the	  collective	  before	  returning	  to	  the	  particular.	  In	  my	  editing	  practice	  I	  encountered	  the	  dilemma	  highlighted	  by	  Rouch.	  39	  	  In	   making	   Inside	   Stories	   (2005,	   Belfast),	   Cahal	   McLaughlin	   recorded	   three	  personal	   perspectives	   of	   former	   occupants	   of	   Long	   Kesh	   Prison	   (the	   Maze),	  Belfast,	   in	  2003,	  three	  years	  after	  the	  prison	  had	  closed	  down.	  Each	  individual	  occupied	   a	   different	   position	   in	   the	   prison	   during	   the	   political	   conflict	   in	  Northern	  Ireland:	  one	  was	  a	  loyalist,	  one	  a	  republican,	  and	  one	  a	  prison	  officer.	  The	   work	   was	   a	   visual	   investigation	   into	   the	   effect	   of	   location	   on	   memory,	  narrative,	  and	  performance,	  produced	  collaboratively	  with	  the	  film’s	  subjects.	  	  	  	  McLaughlin	   described	   the	   frustrating	   process	   of	   trying	   to	   cut	   his	   research	  material	  into	  the	  form	  that	  he	  was	  most	  familiar	  with	  —	  a	  single	  screen,	  intercut	  linear	   narrative.	   He	   found	   that	   this	   form	   resulted	   in	   “fragmenting	   their	  contributions	  and	  forcing	  them	  together”.	  In	  part	  he	  attributed	  this	  to	  his	  open	  methodology	   and	   lack	   of	   a	   clear	   “line	   of	   enquiry”.	   Nevertheless,	   whether	   the	  narrative	   was	   constructed	   “chronologically,	   thematically,	   or	   aesthetically,	   it	  proved	   unconvincing”	   (McLaughlin,	   2010,	   p96).	   McLaughin	   abandoned	  intercutting	   and	   edited	   each	   contribution	   separately,	   allowing	   for	   contrasting,	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
	  













EA	  withdrew	  from	  further	  participation	  while	  encouraging	  me	  to	  use	  all	  of	  her	  footage	   for	   the	   installation.	   Of	   the	   seven	   women	   who	   participated	   in	  collaborative	  editing,	  one	  (BR)	  did	  not	  want	  to	  get	  involved	  beyond	  viewing	  the	  rushes,	   five	   participants	   watched	   and	   prioritised	   their	   rushes,	   and	   one	   (EN)	  became	  more	  deeply	   involved.	  EN	  and	  I	  often	  sat	   in	  the	  editing	  suite	  together,	  collaboratively	  making	  individual	  cuts	  and	  decisions.	  	  For	  most	  of	  the	  participants	  there	  was	  still	  considerable	  ‘loss’	  in	  relation	  to	  the	  amount	   of	   footage	   recorded	   over	   the	   course	   of	   the	   research,	   with	   some	  meaningful	   information	   regrettably	   lost	   to	   the	   ‘cutting	   room	   floor’. 40 	  For	  example,	  BE	  had	  been	  advised	  by	  her	  surgeon	  never	   to	  have	  blood	  specimens	  taken	  from	  her	  arms.	  However,	  at	  hospital	  appointments,	  either	  other	  medical	  and	  healthcare	  personnel	  disregarded	  these	  instructions,	  or	  there	  were	  no	  staff	  present	  who	  were	  qualified	  to	  take	  blood	  specimens	  from	  her	   feet.	  This	  was	  a	  cause	  of	  concern	  for	  her.	  Another	  example	  involved	  EN,	  who	  had	  been	  unable	  to	  obtain	  her	  preferred	  brand	  of	  tamoxifen	  during	  filming.	  For	  several	  months	  she	  recorded	  both	  the	  problems	  she	  encountered	  and	  the	  help	  she	  received	  in	  trying	  to	   obtain	   the	   drug.	   In	   both	   instances,	   refilming	   and	   significant	   editing	   would	  have	  been	  required	  and	  we	  collectively	  decided	  to	  exclude	  these	  cademes	  from	  the	  film.	  	  I	   do	   not	   claim	   that	   collaborative	   edits	   eliminate	   power	   imbalances,	   nor	   that	  intact	  cademes	  add	  greater	  truth-­‐value.	  Dai	  Vaughan	  was	  right	  to	  point	  out	  that	  in	   film	   “the	   antithesis	   of	   the	   structured	   is	   not	   the	   truthful”	   (1999,	   p57).	   My	  decision-­‐making	  has	  not	  been	  driven	  by	  a	  denial	  of	   the	  constructedness	  of	   the	  research.	   I	   have	   tried	   not	   to	   subordinate	   the	   participants’	   films	   to	   narrative	  conventions	  of	  resolution	  or	  closure,	  and	  again,	  I	  acknowledge	  the	  impossibility	  of	  maintaining	  complete	  equality	  in	  research	  relationships	  at	  all	  times.	  	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
	  












working	  in	  the	  margins	  of	  ‘categories’	  (ibid.,	  p53).	  	  	  A	   key	   argument	   for	   our	  41	  collective	   decision	   to	   show	   the	   work	   in	   a	   gallery	  setting	   was	   the	   belief	   that	   the	   film’s	   intrinsic	   properties	   could	   symbiotically	  negotiate	  with	   the	  exhibition	  environment,	   in	  a	  way	   that	  will	  not	   render	   their	  ‘social/realist’	   status	   obsolete.	   That	   is	   not	   to	   say	   that	   I	   claim	   a	   gallery	   or	   any	  exhibition	   space	   is	   a	   “neutral	   container”	   (O’Doherty,	   1986).	   Context	   itself	   is	  content,	  (to	  continue	  O’Doherty’s	  polemic)	  and	  as	   films	  are	  assimilated	  by	  any	  environment,	   they	   are	   altered.	   Theorising	   this	   mediation	   process,	   and	  understanding	   how	   the	   films	   would	   be	   changed	   by	   the	   value	   systems	   of	   the	  exhibition	  space,	  formed	  an	  important	  part	  of	  my	  work.	  	  However,	  I	  contend	  that	  O’Doherty’s	  argument	  originated	  in	  a	  specific	  time	  and	  context,	  referencing	  the	  white	  cube	  and	  post-­‐minimalist	  conceptual	  art	  from	  the	  1970s;	  in	  the	  twenty-­‐first	  century,	  it	  is	  no	  longer	  valid	  to	  claim	  that	  the	  ideology	  of	   commodity	   fetishism	   defines	   all	   gallery	   spaces.	   The	   gallery,	   institutionally,	  has	   become	   increasingly	   “permeable	   and	  malleable”	   (Balsom,	   2013,	   p51)	   and	  there	   are	   calls	   for	   a	   rethinking	   of	   “the	   boundaries	   between	   moving	   and	   still	  images,	   cinematic	   apparatus	   and	   gallery	   space”	   (Fowler,	   2004,	   p	   326).	  Whilst	  examples	   of	   the	  white	   cube	   as	   a	   commodity	   broker,	   for	   example,	   clearly	   still	  exist,	   practitioners	   from	   a	   variety	   of	   disciplinary	   backgrounds	   have	  demonstrated	   the	   flexibility	   of	   exhibition	   spaces	  by	  presenting	   social,	   cultural	  and	   ‘realist’	   projects	   as	   installations	   in	   a	   variety	   of	   locations	   without	   facing	  accusations	   of	   commodifying	   human	   experience,	   and	   offer	   a	   significant	  departure	  from	  this	  paradigm.	  	  
Kuba,	  Kutluğ	  Ataman,	  2005,	  The	  Sorting	  Office,	  London	  Kutluğ	  Ataman’s	  Kuba	  (2005,	  London)	  was	  a	  40-­‐screen	  installation	  exemplifying	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
	  




a	   practice	   that	   challenged	   boundaries	   and	   ingrained	   value	   systems.	  42	  Kuba,	  named	  after	  the	  Republic	  of	  Cuba,	  is	  a	  ghetto	  in	  Istanbul,	  isolated	  from	  the	  rest	  of	   Turkish	   society.	   Its	   inhabitants	   comprise	   “murderers,	   thieves,	   transvestite	  prostitutes,	   drug	   addicts,	   smugglers,	   extortionists,	   pill	   poppers,	   teenage	  delinquents	   and	   former	   left	   wing	  militants”	   (Ataman,	   2003a)	   living	   in	   shacks	  without	  deeds	  to	  their	  land.	  It	  is	  resistant	  to	  penetration	  by	  outsiders.	  In	  making	  
Kuba,	  Ataman	  stated:	  	   I	  want	  to	  map	  an	  area,	  which	  to	  me	  first	  and	  foremost	  is	  a	  state	  of	  mind	  rather	   than	   a	   geographic	   zone,	   through	   the	   reported	   reality	   of	   the	  individuals	   that	   form	   it.	   I	   do	   not	   expect	   this	   film	   to	   be	   shown	   on	  television	   or	   cinemas	   due	   to	   the	   fact	   that	   I	  will	   not	   be	   employing	   the	  formulas	   of	   conventional	   documentary	   filmmaking.	   I	   realise	   that	  ultimately	  I	  will	  have	  access	  to	  audiences	  through	  museums	  and	  public	  spaces.	  The	  formula	  I	   found	  for	  this	  concept	   is	   to	  make	  an	   installation	  consisting	  of	  40	  taking	  heads,	  each	  one	  a	  Kuban,	  from	  the	  matriarchs	  to	  the	  children	  (2003a).	  	  Ataman	  spent	  two	  years	  with	  the	  denizens	  of	  Kuba.	  Whilst	  it	  is	  a	  ‘geographical	  address’,	   it	   is	   a	   shocking	   space	   that	   lies	   beyond	   conventional	   forms	   of	   social	  documentation	   (Ataman,	   2006,	   p28).	   Ataman	   is	   Turkish	   but	   has	   not	   lived	   in	  Turkey	  for	  30	  years;	  he	  was	  certainly	  an	  Outsider	  to	  this	  community,	  and	  had	  to	  work	  to	  gain	  their	  trust	  in	  order	  to	  film	  them.	  	  	  Stories	  were	  accessed	   through	   filming	  and	   conversations	   initiated	  by	  Ataman.	  The	  result	  was	  a	  series	  of	  forty	  portraits	  each	  offering	  experiential	  knowledge:	  each	  described	  Kuba	  differently,	  sometimes	  revealing	  shocking	  personal	  secrets	  and	  intimate	  details,	  yet	  all	  were	  profoundly	  connected	  by	  place.	  It	  was	  actually	  this	   “single	   common	   identity”	   that	   ignited	   Ataman’s	   interest	   in	   this	   project,	  rather	  than	  the	  paternalistic	  notion	  of	  giving	  a	  voice	  to	  the	  voiceless	  (2006,	  p	  28).	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
	  








deliberately	  —	   led	   to	   incomplete	   readings,	   subverting	   conventional	   narrative	  pleasure	   (Horrigan,	   2005).	   The	   audience	   was	   denied	   the	   security	   and	  satisfaction	  of	  ‘knowing’,	  which	  may	  have	  been	  achieved	  from	  a	  fixed	  viewing	  of	  the	   material.	   This	   mitigated	   against	   tendencies	   to	   generalise	   and	   treat	   the	  Kubans	  “as	  fully	  accessible	  or	  consumable	  subjects”	  (Bayraktar,	  2012,	  p91)	  and	  stands	   in	   contrast	   to	   the	   “vivid,	   framed	   portraits	   of	   identity”	   served	   up	   by	  intimate	  first-­‐person	  television	  (Dovey,	  2000,	  p104).	  	  	  Within	   the	   gallery’s	   sculptural	   relationships,	   the	   frame	   undermined	  verisimilitude	   resisting	   generalisations	   and	   assumptions,	   in	   contrast	   to	   the	  screen	   in	   the	   cinema	   or	   television.	   Minh-­‐ha	   argued	   that	   the	   “more	   the	  representation	   leans	   on	   verisimilitude	   the	   more	   it	   is	   subject	   to	   normative	  verification”	  (1991,	  p76).	  Ataman	  stated	  his	  aims	  clearly	  in	  this	  respect,	  saying:	  “I’m	   forcing	   you	   to	   expose	   yourself	   to	   someone’s	   life	   or	   reality	   and	   you	   can	  never	   totally	   attain	   it”	   (2003b).	   Horrigan	   argued	   that	   it	   is	   ethical	   to	   offer	   the	  antithesis	  to	  fixed,	  complete	  comprehension:	  	  	   Ataman’s	   portrait	   installations	   sustain	   the	   inherent	   dignity	   of	   those	  depicted	  by	  placing	   those	  portraits	   in	  sculptural,	   spatial	  and	   temporal	  constructs	   strongly	   frustrating	   any	   viewer	   disposed	   to	   making	  judgments	   based	   on	   the	   doleful	   modern	   communication	   trope	   of	   the	  sound	  bite	  (Horrigan,	  2005).	  	  	  
Warte	   Mal!	   Prostitution	   after	   the	   Velvet	   Revolution,	   Ann-­‐Sofi	   Sidén,	   2002,	  








Another	   parallel	   with	   Ataman’s	   work	   is	   the	   sense	   that	   Sidén	   had	   a	   trusting	  relationship	   with	   her	   subjects.	   Anthropologist	   Laura	   Bear	   concurred,	   arguing	  that	  by	  making	  visible	  her	  relationship	  with	  the	  women,	  Sidén	  undermined	  the	  objectification	  often	  witnessed	  in	  television	  treatments	  of	  similar	  subject	  matter	  (Bear,	  2007,	  p159).	  The	  work	  employed	  the	  “mutual	  responsibility”	  that	  Minh-­‐ha	   described	   as	   essential	   for	   reducing	   objectification	   (Minh-­‐ha,	   1999,	   p72).	  Below	   I	   will	   discuss	   this	   point	   further,	   by	   theorising	   Sidén’s	   and	   Ataman’s	  emplacement	  in	  the	  films	  and	  installation	  space	  in	  relation	  to	  my	  own	  decision-­‐making,	  and	  by	  focusing	  on	  audience	  positioning	  and	  accountability	  in	  enabling	  sustained,	  empathetic	  viewing.	  	  	  












represent	  a	  loss	  of	  voice.	  Ataman’s	  voice	  was	  that	  he	  made	  no	  claim	  to	  a	  framed,	  empirical	  truth,	  his	  voice	  was	   that	  he	  cedes	  control	  and	  lets	  people	  speak.	  The	  hand	   of	   the	   puppeteer	   (Ataman,	   2004,	   p55)	   may	   have	   appeared	   light	   in	   the	  construction	  of	  the	  films,	  but	  it	  was	  operated	  by	  a	  respectful	  ethic.	  	  In	   relation	   to	   my	   own	   work,	   I	   found	  myself	   caught	   between	   the	   two	   praxes.	  However,	  whilst	  I	  think	  that	  revisiting	  MacDougall,	  Rouch	  and	  Nichols	  has	  been	  helpful,	  and	  while	   there	  are	   legitimate	   links	  between	  gallery	   films	  and	  cinema	  (Fowler,	  2004),	   I	  do	  not	  want	   to	  rely	  on	  documentary	   theory	  alone	   to	  analyse	  my	   decision-­‐making.	   Thus,	   in	   the	   installation	   setting,	   I	   did	   not	   think	   that	  projecting	  my	  role	  in	  the	  research	  would	  be	  mistaken	  for	  a	   lecture,	  as	   it	   is	  not	  being	  placed	  ‘over’	  the	  films.	  Rather,	  it	  was	  respectfully	  and	  discretely	  projected	  alongside	   them,	   shedding	   light	   on	   the	   co-­‐construction	   of	   the	   work	   while	  ultimately	  acknowledging	  the	  ambivalent	  status	  of	  the	  knowledge	  produced.43	  	  
Audience	  	  Both	   Sidén	   and	  Ataman	   sought	   to	   orchestrate	   a	   rich	   audience	   engagement	   by	  privileging	   contact	   with	   the	   subjects	   of	   their	   films.	   Ataman	   avoided	   the	  “extravagant	   visuals,	   high	   production	   values,	   and	   a	   maximalist	   aesthetic	   of	  visual	   hypersaturation	   and	   bombast	   that	   unsettlingly	   mirrors	   the	   spurious	  production	  of	   affect	   and	   sensation	  by	   the	   image	   commodities”	   (Balsom,	  2013,	  p55),	  which	  are	  associated	  with	  transient,	  detached	  viewing.	  Sidén	  did	  use	  some	  larger	  film	  projections,	  but	  not	  through	  sensationalised	  image	  commodification,	  but	  rather	  to	  “question	  the	  nature	  of	  our	  relationship	  with	  the	  people	  we	  watch”	  (Bear,	  2007,	  p160).	  	  Furthermore,	  Fleck	  argued	  that	  instead	  of	  relying	  on	  a	  theatrical	  architecture:	  	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
	  




The	  rigorous	  aesthetic	  of	  Sidén’s	  installation	  concentrates	  on	  the	  many	  varied	  components	  of	  human	  existence	   in	  an	  urban	  and	  rural	  context:	  individual	  stories	  with	  intense	  heights,	  depths,	  hopes,	  expectations	  and	  disintegration	  —	  all	  at	  once,	  Warte	  Mal!	  draws	  its	  strength	  from	  the	  fact	  that	  feelings	  and	  passions	  that	  go	  to	  make	  up	  a	  town	  and	  its	  life	  are	  its	  main	  focus	  (Fleck,	  2002,	  p130).	  	  Both	   Sidén	   and	   Ataman	   offered	   the	   possibility	   of	   an	   empathetic,	   productive,	  sustained	   engagement	   by	   privileging	   the	   individuals	   in	   the	   films,	   rather	   than	  offering	  a	  competition	  between	  narrative	  and	  architecture.	  That	   is	  not	  to	  deny	  that	  it	  was	  hard	  work	  for	  visitors	  to	  the	  exhibitions,	  with	  some	  describing	  Warte	  








individual	   domestic	   television	   sets	   and	   armchairs	  —	  evocative44	  of	   a	   home	  —inviting	  people	   to	   sit,	   to	   engage	  with	   the	  participants	   one-­‐on-­‐one,	   to	   stay	   and	  watch.	   Headphones	   were	   provided	   for	   a	   focused,	   intimate,	   prolonged,	  contemplative	   viewing.	   In	   this	   way,	   I	   aimed	   to	   encourage	   a	   new	   relationship	  with	   individuals	   diagnosed	  with	   breast	   cancer,	   in	   terms	   of	   responsibility	   and	  knowledge.	  	  
	  CONCLUSION	  Evaluation	   of	   the	   research	   methodology	   as	   a	   respectful,	   effective	   way	   of	  producing	   knowledge	   about	   illness	   experiences	   extended	   into	   the	   process	   of	  editing	   and	   displaying	   the	   research	   material.	   This	   chapter	   has	   detailed	   the	  problems	   encountered	   in	   editing	   and	   presenting	   ‘thick’	   ethnographic	  descriptions	   and	   has	   justified	   deviating	   from	   the	   original	   aim	   of	   a	   single	  documentary	   containing	   all	   nine	   perspectives.	   Participants’	   wishes	   for	  preservation	   of	   material	   and	   the	   nature	   of	   the	   ‘rushes’	   themselves	   were	   key	  issues	  that	  guided	  this	  decision-­‐making.	  	  
What	  role	  was	  played	  by	  the	  collaborative	  edit	  and	   feedback	  screenings?	   In	   this	  chapter	  I	  have	  addressed	  the	  role	  played	  by	  the	  collaborative	  edit	  and	  feedback	  screenings.	  Acknowledging	  Rouch’s	  antecedence,	  I	  have	  explored	  the	  process	  of	  and	  significance	  attached	  to	  editing	  collaboratively	  when	  participants	  have	  been	  responsible	  for	  authoring	  and	  filming	  the	  material.	  My	  praxis	  involved	  showing	  rushes	   to	   participants	   and	   inviting	   them	   to	   prioritise	   the	   material,	   vetoing	  anything	   that	   they	   wished	   to.	   There	   was	   an	   ambivalent	   response	   to	   this	  invitation	   —	   involvement	   ranged	   from	   declining	   any	   participation	   to	   sitting	  with	  me	   in	   the	   edit	   suite	   for	   several	  days	  —	  but	   I	   argue	   strongly	   that	   it	   is	   an	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
	  




essential	   continuation	   of	   collaborative	   knowledge	   production	   to	   offer	  participants	  a	  veto	  and	  other	  input	  into	  editing.	  Feedback	  screenings	  had	  added	  significance	   given	   I	   had	   asked	   participants	   not	   to	   delete	   any	   footage	   during	  filming.	  	  I	  have	  described	  how,	  in	  line	  with	  McLaughlin	  (2010),	  editing	  the	  participants’	  rushes	   into	   a	   single,	   intercut	   documentary	   format	   was	   problematic.	   My	  objectives	  were	  to	  respect	  the	  participants’	  wishes	  and	  aims;	  the	  individuality	  of	  their	   interpretations	   of	   the	   research;	   as	   well	   as	   their	   discrete	   experiences	   of	  breast	   cancer.	   In	   addition,	   my	   intention	   was	   to	   preserve	   intact	   cademes;	  privilege	  the	  speaking	  voice;	  accept	  narrative	  gaps;	  resist	  imposing	  themes	  and	  a	  ‘culturally	  validated’	  narrative.	  	  	  In	   trying	   to	   cut	   a	   single	   documentary,	   I	   encountered	   many	   of	   the	   problems	  McLaughlin	   described	  when	   editing	   Inside	  Stories:	   false	   imposition	   of	   themes;	  fabricated	   chronology;	   loss	   of	   the	   individuality	   of	   experience;	   and	   centring	   of	  meaning.	  The	  theorising	  of	  MacDougall	  (1999)	  in	  relation	  to	  ‘loss’	  in	  the	  editing	  process	  and	  the	  experiences	  of	  Rouch	  and	  Morin	  in	  bringing	  together	  the	  many	  perspectives	  in	  Chronicle	  of	  a	  Summer	  were	  particularly	  helpful	  in	  my	  decision-­‐making.	  I	  also	  experimented	  with	  split	  screens	  in	  an	  attempt	  to	  privilege	  certain	  events	   and	   to	   satisfy	   the	   participants’	   desire	   for	   retained	   footage;	   however,	  these	   experiments	   also	   failed.	   Following	   McLaughlin,	   I	   edited	   nine	   separate	  films.	  	  This	   failure	  of	  a	  single	  documentary	   to	  contain	  all	  nine	   (and	  my)	  perspectives	  produced	   by	   the	   work	   led	   me	   to	   analyse	   the	   potential	   benefits	   of	   a	   gallery	  installation.	  In	  the	  light	  of	  my	  aims	  to	  allow	  the	  many	  perspectives	  and	  ‘truths’	  of	  breast	  cancer	  to	  sit	  alongside	  each	  other	  uncontested,	  I	  returned	  once	  more	  to	   McLaughlin’s	   research	   in	   order	   to	   address	   my	   research	   question:	   How	   to	  




I	  have	  reflected	  upon	  the	  use	  of	  an	  installation	  for	  visual	  ethnographic	  research	  material	   through	   analysis	   of	   two	   polyphonic	   exhibitions	   brought	   to	   my	  attention	  by	  Basu	  (2009)	  that	  investigated	  issues	  of	  prostitution,	  migration	  and	  marginalised	   communities.	   Both	   successfully	   created	   an	   empathetic,	   engaged,	  accountable	   and	   sustained	   viewing	   of	   the	   subject	   matter	   without	   exoticising,	  victimising	  or	   commodifying	  participants.	   I	   have	  examined	   the	  position	  of	   the	  




4.	   MAKING	   VISIBLE:	   AUDIOVISUAL	   INSCRIPTION	   &	  PARTICIPANT	  BENEFIT	  	  INTRODUCTION	  I	   have	   developed	   and	   applied	   a	   collaborative	   ethnographic	   methodology	   to	  facilitate	   nine	   women	   diagnosed	   with	   breast	   cancer	   to	   explore	   their	   lives	  through	   filmmaking.	   Problematising	   the	   interview	   and	   prior	   identification	   of	  themes,	  participants	  were	  given	  camcorders	  with	   the	   request:	   “You	  know	  you	  have	   been	   invited	   to	   take	   part	   because	   you	   have	   had	   a	   diagnosis	   of	   breast	  cancer.	  You	  are	  being	  given	  a	  camera	  for	  three	  to	  six	  months	  to	  film	  whatever	  is	  important	   to	  you.”	  Each	  participant	   filmed	   for	   an	  average	  of	  nine	  months	  and	  three	  weeks.	  	  My	  rejection	  of	  a	  single-­‐screen	  intercut	  documentary	  format	  was	  predicated	  on	  a	  desire	   to	  privilege	   the	   individuality	  of	   experience	  and	   the	  discrete	  ways	   the	  participants	   interpreted	   the	  project,	  while	   respecting	   the	  durational	   nature	  of	  their	   contributions.	   I	   had	   also	   not	   wanted	   to	   lose	   sight	   of	   the	  interconnectedness	  of	   their	   experiences.	   Furthermore,	   I	   have	  wanted	   to	  make	  visible	   my	   own	   emplacement	   in	   the	   co-­‐construction	   of	   knowledge.	   To	   fulfil	  these	   aims,	   nine	   individual	   films	  were	   collaboratively	   edited;	   together	  with	   a	  projection	  of	  my	  role	  in	  the	  research,	  a	  ten-­‐minute	  single	  screen	  compilation,	  and	  
notes	  from	  the	  participants,	  the	  films	  formed	  a	  gallery	   installation,	  What	  if?	  The	  installation	   was	   accompanied	   by	   seminars	   on	   topics	   suggested	   by	   the	  participants.	  	  	  The	   following	   chapter	   is	   divided	   into	   two	   sections.	   In	   the	   first	  —	   in	   order	   to	  answer	  my	  research	  question:	  How	  were	  the	  cameras	  used	  as	  tools	  of	  audiovisual	  




experiences	  became	  beneficial	   for	  most	  of	  the	  participants,	  which	  continues	  to	  answer	   the	   research	   question:	   What	   impact	   did	   the	   research	   have	   on	   the	  




movies,	   pathographies,	   documentaries,	   ‘framed’	   first	   person	   filmmaking	   and	  essay	  films,	  I	  agree	  with	  Dovey	  that	  the	  “bewildering	  multiplicity	  of	  types	  of	  self	  speaking”	  that	  have	  emerged	  from	  this	  research	  is	  a	  “multiplicity	  that	  cannot	  be	  contained	  within	  the	  single	  discourse	  of	  the	  confessional”	  (Dovey,	  2000,	  p.	  113),	  or	  indeed	  any	  other	  specific	  genre.	  	  Anne	   Jerslev	   provided	   a	   critique	   of	   Stella	   Bruzzi’s	   (2006)	   earlier	   work	   on	  performativity	  and	  performance	  in	  documentary	  studies.45	  Jerslev	  located	  most	  of	   her	  —	   predominantly	   oppositional	  —	   arguments	   in	   the	   analysis	   of	   Family	  (2000,	   Denmark),	   an	   intimate	   documentary	   by	   Sami	   Saif	   and	   Phie	   Ambo.	   For	  Jerslev,	   performativity	   emphasised	   process	   and	   encapsulated	   how	   reality	   is	  simultaneously	   “represented	   and	   presented	   through	   mediation”	   (2005,	   p106).	  She	  understood	  becoming	  a	  subject	  as:	  	   a	  question	  of	  doing	  rather	  than	  being.	  Or,	   it	  seems	  there	   is	   little	  being	  without	   doing.	   Indeed,	   there	  may	  be	  nothing	  but	   doing	   ...	   Becoming	   a	  subject	   depends	   not	   only	   on	   being	   recognized	   and	   acknowledged	   but	  every	  bit	  as	  much	  on	  being	  seen	  doing	  (Gade	  &	  Jerslev,	  2005,	  p7).	  	  Where	  Bruzzi	  and	   Jerslev’s	  arguments	  agree	   in	  relation	   to	  my	  research	   is	   “the	  very	   notion	   of	   a	   complete,	   finite	   documentary	   is	   continually	   challenged	   and	  reassessed”	  (Bruzzi,	  2006,	  p218).	  It	  is	  not	  my	  intention	  to	  unravel	  the	  complex	  ongoing	   arguments	   about	   performativity	   and	   performance.46 	  I	   concur	   that,	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
	  




whilst	  performativity	   is	  a	  messy	  concept	  (Gade	  &	  Jerslev,	  2005,	  p7),	   it	  “proves	  useful	  in	  discussing	  different	  visual	  and	  narrative	  strategies	  and	  different	  ways	  of	  displaying	  subjectivity”	  (Jerslev,	  2005,	  p111).	  	  Jerslev	   proposed	   that	   intimate	   performative	   documentaries	   are	   about	   “the	  filming	  of	   a	   personal	   reality	   that	   is	   coming	   into	  being	   through	   the	   very	   act	   of	  filming	  ...	  and	  that	  reality	  is	  on	  both	  sides	  of	  the	  camera”	  (2005,	  p111).	  If	  this	  is	  so,	  then	  rarely	  can	  considerations	  of	  performativity	  and	  the	  acute	  nature	  of	  the	  dialogue	  between	  these	  two	  ‘realities’	  be	  more	  exposed	  and	  challenging	  than	  in	  the	   recent	   aftermath	   of	   breast	   cancer	   diagnosis	   and	   treatment,	   where	   very	  existence	  is	  challenged	  and	  residual	  lives	  are	  unstable,	  in	  flux,	  uncertain	  and	  lack	  closure.	  	  I	  want	  to	  highlight	  a	  key	  issue	  that	  most	  of	  the	  participants	  encountered	  when	  first	  engaging	  with	  the	  research,	  before	  considering	  how	  reality	  was	  mediated,	  and	  how	   the	   cameras	  became	  a	  part	  of	   the	   reality	   they	  were	   recording	  under	  Jerslev’s	   lens.	  Rouch	  has	  described	  the	  presence	  of	  camera	  and	  filmmaker	  as	  a	  catalyst	   for	  producing	  knowledge;	   “it	  was	  not	   a	   break,	   but	   let’s	   say,	   to	  use	   an	  automobile	   term,	  an	  accelerator.	  You	  push	  these	  people	   to	  confess	   themselves	  and	   it	   seemed	   to	   us	  without	   any	   limit”	   (Rouch,	   quoted	   in	   Eaton	   1979b,	   p51).	  However,	   for	   many	   of	   the	   participants,	   in	   making	   visible	   the	   complexities	   of	  their	  lives	  post-­‐breast	  cancer	  diagnosis,	  the	  camera	  initially	  acted	  as	  a	  break	  to	  expression	  rather	  than	  a	  stimulant.	  	  I	   never	   contemplated	   pushing	   participants	   to	   film	   if	   they	   did	   not	   want	   to	  —	  rather,	   I	   chose	   to	   support	   their	   decision-­‐making	   processes.	   The	   participants	  nearly	  always	  wanted	  to	  talk	  to	  the	  camera	  and	  to	  express	  themselves,	  but	  had	  to	   negotiate	   a	   way	   to	   do	   so;	   they	   often	   needed	   space	   and	   time,	   rather	   than	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  




proximity,	  probing,	  or	  persistence.	  	  	  McLaughlin	   found	   that	   one	   of	   his	   participants	   in	   Inside	   Stories	   was	   uneasy	  engaging	  with	  an	  ‘open’	  methodology.	  He	  had	  to	  deviate	  from	  his	  original	  stance	  of	   not	   interviewing	   participants	   with	   Desi,	   a	   prison	   guard,	   who	   struggled	   to	  engage	  with	  the	  research	  without	  a	  more	  direct	  intervention	  (McLaughlin,	  2010,	  p92).	  Gibson	  noted	  in	  her	  research	  with	  young	  men	  diagnosed	  with	  Duchenne	  muscular	  dystrophy,	  that	  of	  the	  ten	  participants	  invited	  to	  ‘independently’	  make	  ‘video	  diaries’	  of	   their	   lives	  over	  a	  week,	  only	   three	  chose	  to	   film	  alone.47	  Two	  asked	  to	  make	  co-­‐productions	  with	  the	  researcher,	  two	  asked	  the	  researcher	  to	  provide	   supplementary	   visual	   material	   and	   three	   filmed	   with	   family	   and/or	  friends	  (Gibson,	  2005,	  pp36	  –	  38).	  	  A	  variety	  of	  processes	  were	  invoked	  by	  the	  participants	  to	  create	  a	  stable,	  safe	  space	   for	   integrating	   the	   camera	   into	   their	   lives.	   However,	   rather	   than	   being	  calculated,	   inauthentic	   ‘mechanisms’	   that	   they	   wanted	   to	   draw	   attention	   to	  (Jerslev,	   2005,	   p110),	   how	   each	   process	   was	   negotiated,	   shaped	   and	  individualised	  was	   a	   reaction	   to	   a	   variety	   of	   issues	   that	   fluctuated	   over	   time:	  feeling	  uncomfortable	  with	   the	   camera	  and	  being	  visible	  on	   screen;	   imagining	  the	   audience	   and	   negotiating	   public/private	   boundaries;	   the	   emotional	  difficulties	  of	  recalling	  past	  events;48	  the	  ambivalence	  of	  memory,	  of	  wanting	  to	  move	   on	   but	   not	   wanting	   to	   forget;49	  medical	   crises	   in	   the	   present;50	  and	  imagining	  the	  future.	  	  And	  of	  course	  there	  were	  silences.51	  	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
	  








imposing	   a	   ‘writer’s	   block’	   and	   evoking	   a	   silence.52	  Many	   of	   the	   participants	  found	   anniversaries	   of	   key	   events	   a	   stimulus	   to	   use	   the	   camera.	   All	   the	  participants	   became	  noticeably	  more	   at	   ease	  with	   the	   camera	   as	   the	   research	  progressed.	  	  	  It	  seems	  almost	  too	  self-­‐evident	  to	  point	  out	  that	  all	  of	  the	  films	  foregrounded	  the	   camera	   as	   an	   artefact	   in	   the	   participants’	   lives.	   However,	   my	   research	  confirmed	  Jerslev’s	  argument	  that	  	   [c]onscious	  self-­‐display	  is	  not	  necessarily	  a	  failed	  effort	  to	  act	  naturally.	  Rather	   it	   may	   express	   the	   social	   actors	   playful	   [for	   my	   research:	  requisite]	  interaction	  with	  the	  camera	  placed	  in	  front	  of	  them	  ...	  As	  such	  it	   is	   crucial	   to	   the	   theorising	   of	   contemporary	   (performative)	  documentary	   works	   to	   be	   able	   to	   sensitively	   conceptualise	   an	  unpretentious	   immanent	  reflexivity	   that	  may	  serve	   the	  projection	  of	  a	  sense	   of	   immediacy	   and	   proximity	   and	   thus	   involve	   the	   viewer	  emotionally	  (2005,	  p103).	  	  To	  analyse	  this	  further,	  I	  will	  focus	  more	  closely	  on	  one	  of	  the	  participants.	  BR	  wanted	  to	  preclude	  closeness	  during	  the	  process	  of	  filming,	  to	  create	  a	  distance	  between	   herself	   and	   the	   wider	   audience.	   She	   achieved	   this	   through	   distinct	  styles	  that	   involved	  an	  absence	  or	  partial	  absence	  from	  the	  frame,	  and	  also	  by	  passing	  the	  camera	  to	  her	  instructor	  to	  record	  her	  performances	  on	  the	  ropes.	  She	   chose	   to	   use	   a	   mirror	   to	   enable	   her	   to	   dialogue	   with	   herself:	   literally	  fulfilling	   Spence’s	   aim	   “to	   represent	  myself	   to	  myself,	   through	  my	   own	   visual	  point	  of	  view”	  (1986,	  p155).	  BR	  also	  saw	  the	  mirror	  as	  mediating	  and	  dispersing	  the	   camera’s	   gaze,	   distancing	   her	   further	   from	   the	   audience.	   These	   strategies	  which	   were	   emotionally	   motivated	   by	   an	   uncomfortable	   imagining	   of	   an	  outsider’s	   gaze	   and	   by	   the	   difficulties	   of	   expressing	   how	   she	   feels,	   were	  accompanied	   by	   an	   assured,	   familiar,	   and	   instinctive	   framing:	   the	   redolent,	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
	  












cancer	   experiences	   in	   various	   contexts,	   as	   she	   reveals	   in	   her	   film:	   as	   an	  awareness	  educator	  in	  a	  school	  (56:38);	  to	  publicise	  a	  charity	  on	  a	  radio	  show	  (45:47);	  to	  an	  artist	  creating	  a	  plaster	  mould	  (1:14);	  to	  a	  counsellor	  (25:34);	  and	  specifically	  to	  the	  camera	  (15:47;	  1:08:16).	  As	  she	  told	  me	  in	  an	  email:	  “I	  have	  told	   my	   story	   thousands	   of	   times,	   I	   say	   it	   almost	   clinically”	   (email	  correspondence).	  Whilst	  I	  certainly	  never	  felt	  this	  during	  the	  project,	  at	  the	  start	  I	  had	  wondered	  if	  she	  might	  appear	  distanced	  from	  the	  events	  and	  her	  feelings,	  given	  the	  number	  of	  times	  she	  had	  articulated	  her	  ‘story’.	  	  However,	   DE	   noted	   experiencing	   an	   unexpected	   heightened	   response	   when	  alone	  with	  the	  camera:	  “but	  sitting	  saying	  it	  alone	  in	  my	  bedroom	  I	  found	  very	  emotional”	   (email	   correspondence).	   Her	   husband	   GE	   also	   noted	   that	   the	  
realities	   produced	   by	   the	   research	   resulted	   in	   an	   unfamiliar	   proximity	   to	   his	  wife’s	   dilemma,	   despite	   the	   fact	   that	   he	   had	  heard	  her	   story	  numerous	   times.	  During	   the	   collaborative	   edit,	   GE	   sat	   behind	  DE	   and	  myself,	   feeding	   their	   son	  whilst	  watching	  us	  edit.	  As	  DE	  and	  I	  were	  making	  decisions,	  I	  heard	  a	  profound	  silence	  behind	  us,	  followed	  by	  deep	  sobbing.	  GE	  quickly	  left	  the	  room.	  When	  he	  returned	   several	  minutes	   later,	   he	   said:	   “I	   have	  never	  heard	  D	   speak	   like	   that	  before.”	  His	  response	  to	  watching	  her	  on	  camera	  challenged	  the	  distancing	  that	  Bruzzi	  and	  Nichols,	  and	  Sayad	  claim	  the	  ‘frame’	  imposes:	  	   What	   the	   frame	   actually	   does	   is	   multiply	   the	   degrees	   of	   separation	  between	   portrayed	   and	   biographical	   authors;	   the	   frame	   stretches	   the	  




























India.	  An	  absence,	  a	  void,	  a	  silencing”	  (46:40).	  EN	  described	  to	  me	  how	  “this	  film	  provided	  an	  opportunity	   to	  articulate	   (through	   images	  and	  narrative)	  my	   loss	  and	   my	   grief,	   pertaining	   to	   both	   my	   mother	   and	   my	   sister”	   (email	  correspondence).	   It	   also	   provided	   the	   opportunity	   to	   record	   her	   presence	  within	   her	   wider	   family	   —	   as	   the	   eldest	   daughter	   and	   the	   eldest	   sister	   —	  something	  that	  she	  had	  been	  denied	  because	  of	  her	  adoption.	  EN	  explored	  and	  made	   visible	   her	   mother’s	   origins	   and	   childhood,	   as	   well	   as	   publicly	  acknowledging	   her	   sister	   and	   brothers:	   the	   film	   thus	   enabled	   “making	   visible	  the	  multiple	  strands	  that	  have	  contributed	  to	  the	  construction	  of	   the	  self	  ….	  of	  making	  concrete,	  making	  visible	  a	   fragment,	  a	  moment	   in	  [her]	  own	  history…”	  (Martin,	  2012,	  p135).	  In	  doing	  so	  served	  as	  a	  “tool	  for	  personal	  empowerment	  and	  catharsis”	  (Hogan	  &	  Pink,	  2012,	  p238).	  	  	  
Making	  Physical	  Changes	  Visible	  David	  Jay	  argued	  that	  making	  visible	  the	  physical	  effects	  of	  breast	  cancer	  offers	  the	  opportunity	  for	  individuals	  to:	  	   reclaim	  their	  femininity,	  their	  sexuality,	  identity	  and	  power	  after	  having	  being	  robbed	  of	  such	  an	  important	  part	  of	  it	  …	  they	  seem	  to	  gain	  some	  acceptance	   of	   what	   has	   happened	   to	   them	   and	   the	   strength	   to	   move	  forward	  with	  pride	  (2012b,	  p39).	  	  	  In	  this	  section	  I	  will	  focus	  on	  four	  women	  who	  underwent	  mastectomy	  (BE,	  EN,	  TO	  &	  WA).53	  Within	  the	  context	  of	  their	  lives,	  and	  in	  relation	  to	  broader	  cultural	  and	   social	   factors,	   my	   analysis	   proposes	   that	   “the	   process	   as	   a	   whole	  enabl[ed]	   each	  woman	   to	   ﬁnd	  ways	   to	   transform	   aspects	   of	   her	   lived	  experience”	   (Hogan	   &	   Warren	   2012,	   p341)	   whilst	   simultaneously	  imparting	  “a	  route	  to	  knowing”	  (Hogan	  &	  Pink,	  2012,	  p237).	  For	  each	  woman,	  the	   detail,	   priorities,	   and	   process	   of	   the	   “transformation	   of	   silence”	   (Lorde,	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
	  








trying	   to	   do	   something	   positive...	   and	   hoping	   that	   is	   going	   to	  make	   a	  difference	  …	  writing	  my	  blog	  and	  doing	  this	  project	  (1:38:33).	  	  	  Juhasz	  also	  argued	  for	  the	  benefits	  “of	  making	  work	  that	  is	  important	  and	  useful	  for	  others”	  (1999,	  p213)	  in	  documentary	  film.	  	  	  However,	  while	  BE	  chose	  not	  to	  focus	  on	  her	  mastectomy	  in	  her	  film,	  the	  day	  of	  her	  first	  surgery	  remained	  highly	  significant:	  	   Well,	   it’s	   the	   23rd	   February,	   and	   it	   is	   exactly	   two	   years	   since	   I	  underwent	  my	   first	   lot	   of	   surgery…	   I’ve	   actually	   spent	  most	   of	   today	  down	  at	  the	  company’s	  warehouse	  at	  London	  Heathrow….	  It’s	  kept	  me	  busy,	   it’s	   given	   me	   a	   focus,	   and	   I	   haven’t	   really	   had	   much	   chance	   to	  dwell	   on	   the	   fact	   that	   it’s	   two	   years	   really	   since	   my	   life	   changed	  dramatically.	   I	   know	   a	   lot	   of	   people	   who’ve	   had	   cancer	   fixate	   on	   the	  date	  that	  they	  were	  actually	  given	  their	  diagnosis,	  and	  although	  I	  know	  that	  date,	  for	  me,	  today	  is	  the	  day	  when	  my	  life	  changed	  (1:29:02).	  	  Whilst	   all	   healthcare	  and	   support	  networks	   focus	  on	  early	  detection	  of	  breast	  cancer,54	  for	  BE	  this	  once	  more	  emphasised	  the	  ambivalence	  of	  silence:	  	   I	  quite	  often	  struggle	  with	  the	  fact	  that	  if	  I	  hadn't	  have	  mentioned	  it	  to	  the	  GP	  a	  couple	  of	  years	  ago,	  would	  it	  really	  have	  taken	  hold?	  Would	  I	  have	  been	  able	  to	  have	  carried	  on	  life	  as	  normal?	  I	  think	  what	  I	  struggle	  with	  is,	  they	  can’t	  tell	  me	  whether	  it	  was	  fast	  growing,	  slow	  growing…	  over	   a	   year,	   five	   years,	   ten	   years?	   I	   don’t	   know.	   And	   that’s	   what	   I	  struggle	  with	   now.	   The	   fact	   that	   if	   I	   hadn’t	   have	  mentioned	   anything,	  could	  I	  perhaps	  had	  got	  10	  or	  15	  years	  of	  so-­‐called	  ‘normal	  life’,	  without	  undergoing	  what	  I’ve	  undergone	  (1:23:22).	  	  She	  chose	  to	  make	  visible	  the	  many	  other	  physical	  effects	  of	  breast	  cancer	  she	  continued	   to	   experience:	   tiredness	   of	   unknown	   origin	   (i.e.,	   26:30);	  overwhelming	  persistent	   sleeplessness	   (31:52)	   so	  much	  so	   that	   she	  no	   longer	  feels	  she	  “moves	  naturally”	  in	  her	  sleep	  (34:50);	  unnatural	  sensations	  when	  she	  drinks	   (52:30);	   unfamiliar	  hair	   texture	   and	   colour	   (1:04:34,	   1:30:42);	   and	  hot	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
	  




flushes	  from	  the	  tamoxifen	  (50:50).	  She	  revisited	  the	  sickness	  and	  constipation	  of	   chemotherapy,	   and	   pain	   from	   radiotherapy	   (32:52).	   A	   further	   significant	  physical	  change	  for	  BE	  was	  the	  fact	  that,	  because	  of	  her	  bilateral	  breast	  cancer	  and	  node	  involvement,	  she	  could	  not	  have	  blood	  taken	  from	  her	  arms	  when	  she	  needed	  a	  blood	  test.55	  This	  was	  repeatedly	  a	  problem	  for	  her	  on	  hospital	  visits	  and	  caused	  significant	  anxiety.	  	  	  The	   process	   of	   filming	   enabled	   a	   renegotiation,	   an	   exploration	   of	   the	  impossibility	   of	   escaping	   the	   wider	   effects	   of	   breast	   cancer	   and	   society’s	  ignorance	  of	  them.	  This	  was	  highlighted	  through	  the	  incident	  on	  the	  train	  when,	  after	   a	   trip	   to	   the	   theatre,	  BE	  was	   caught	  unawares	  by	   a	   group	  of	   young	  girls	  who	   ridiculed	   the	   condition	   of	   her	   toe	   nails,	  which	   still	   showed	   the	   effects	   of	  chemotherapy:	   “I	   know	   that	   they	   look	   horrible	   because	   of	   chemotherapy,	   but	  for	  people	  that	  don’t	  know,	  they	  can	  think	  it’s	  just	  general	  nasty	  looking	  toenails	  with	  infections	  maybe”	  (51:39).	  	  There	  were	  two	  key	  moments	  where	  BE	  experiences	  positive	  transformation	  of	  some	   of	   these	   physical	   effects	   and	   a	   reinstated,	  welcome	   familiarity	  with	   her	  pre-­‐surgery	  body.	  When	  her	  ‘chemo-­‐hair’	  was	  transformed,	  she	  said:	  	   	  	   But	   it’s	   really	   natural	   looking	   and	   I’m	   really	   pleased	   with	   it.	   And	   it’s	  looking	   like	   normal	   hair,	   not	   chemotherapy	   hair.	   So	   yeah,	   I’m	   really	  pleased	  with	   the	   results.	   Now	   all	   I	   need	   to	   do	   is	   continue	   to	   grow	   it	  down	  and	  it’ll	  start	  to	  resemble	  my	  hair	  before	  I	  was	  diagnosed	  with	  the	  cancer	  (1:31:53).	  	  And	  being	  able	  to	  fit	  into	  her	  boots	  was	  a	  personal	  triumph	  (59:46).	  	  Her	  film	  was	  set	  against	  the	  shifting	  anxieties	  of	  on-­‐going	  medical	  investigations	  into	  the	  physical	  effects	  of	  tamoxifen	  on	  her	  body	  (which	  were	  initially	  feared	  to	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
	  




be	   further	  cancer)	  and	   the	   long	  wait	   for	   the	  results	   (and	   the	  wider	   impact	   for	  her	   family).	   This	   was	   a	   time	   when	   she	   described	   the	   camera	   as	   particularly	  beneficial:	  it	  enabled	  her	  to	  reflect,	  deconstruct,	  and	  articulate	  decision-­‐making	  processes,	  without	  burdening	  others	  (Diary,	  16/1/13).	  	  	  Through	   her	   filmmaking,	   TO	   represented	   and	   negotiated	   the	   process	   of	  declining	  breast	  reconstruction	  surgery	  and	  rejecting	  prostheses	  following	  her	  bilateral	   mastectomy.	   She	   chose	   to	   live	   her	   life	   without	   hiding	   the	   direct	  physical	   effects	   of	   her	   surgery.	  Whilst	   the	   disjuncture	   between	  private/public	  bodies	  in	  breast	  cancer	  is	  still	  highly	  evident	  in	  society,	  there	  has	  been	  a	  marked	  shift	   in	   public/private	   boundaries	   in	   relation	   to	   making	   bodies	   visible	   after	  breast	  surgery	  since	  Audre	  Lorde’s	  Cancer	  Journals,	  Jo	  Spence’s	  experiences,	  and	  Matuschka’s	   first	  appearance	  on	   the	  cover	  of	  The	  New	  York	  Times	  Magazine	   in	  1993.	  David	  Jay’s	  scar	  project	  was	  a	  central	  influence	  in	  this	  shift	  (2012a).	  	  	  Jay’s	  intimate,	  ethical	  photographic	  work	  makes	  visible	  women’s	  surgical	  scars	  in	  a	  way	  that	  privileges	  individual	  choice,	  	   demanding	  that	  we	  recognise	  the	  embodied	  materiality	  of	  breast	  cancer	  (rather	  than	  the	  symbol	  of	  the	  disease),	  and	  that	  this	  becomes	  a	  part	  of	  social	   consciousness	   and	   discussion	   because,	   as	   Jay	   argues,	   ‘breast	  cancer	  is	  not	  a	  pink	  ribbon’	  (Ehlers	  &	  Krupar,	  2012,	  p6).	  	  TO	   had	   inherited	   a	   faulty	   gene	   that	   significantly	   increased	   the	   chance	   of	   her	  developing	  breast	  cancer,	  and	  of	   it	  recurring.56	  Her	  decision	  to	  have	  a	  bilateral	  mastectomy	  followed	  an	  earlier	  diagnosis	  of	  breast	  cancer	  and	  was	  undertaken	  to	  reduce	  the	  risk	  of	  recurrence.	  At	  the	  start	  of	  filming,	  FH’s	  representation	  was	  located	   in	   the	   here	   and	   now,	  where	   she	   anticipated	   and	   then	   underwent	   her	  surgery.	  The	  preoperative	  fear	  —	  the	  profound,	  intense,	  palpable	  uncertainty	  of	  how	   she	   will	   feel	   once	   her	   “toxic	   tits”	   (03:58)	   have	   been	   removed	   —	   was	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
	  












to	  reveal	  a	  real	  self,	  just	  a	  constant	  reworking	  process”	  (Spence,	  1986,	  p97).	  	  	  WA	  chose	  to	  have	  partial	  reconstruction	  surgery	  following	  her	  mastectomy,	  but	  resisted	   the	   invitation	   from	   the	   medical	   profession	   for	   further	   surgery	   to	  provide	  ‘younger’	  breasts:	  	   When	  the	  surgeon	  …	  we	  were	  talking	  about	  the	  new	  boob	  and	  he	  said	  we	  could	  give	  you	  a	  really	  good	  boob	  and	  he	  was	  saying	  you	  could	  come	  back	  and	  we	  could	  do	  the	  other	  one	  too.	  Give	  me	  an	  uplift,	  that’s	  right,	  and	   I	   just	   thought,	   actually,	   I	   don't	   want	   the	   boob	   that's	   fine	   to	   be	  operated	  on	  when	  it	  would	  be	  purely	  for	  vanity	  so	  I	  actually	  said	  to	  him	  just	  make	  my	  new	  one	  saggy	  like	  my	  old	  one	   ....	  And	  again	  talking	  to	  a	  friend	  about	   the	  whole	  nipple	   thing,	   I	  don't	  know	  if	   I	   really	  do	  want	  a	  nipple;	   I	   like	   my	   boobs.	   I	   like	   scars;	   I’ve	   always	   liked	   scars.	   Various	  accidents	  and	  mishaps	  or	  whatever;	  so	   I	  quite	   like	  my	  scar.	  You	  know	  it’s	   like	   a	   total	   circle.	   The	   sun	   or	   the	   moon	   or	   the	   earth;	   so	   I	   like	   it	  (49:50).	  	  Like	   BE	   and	  TO,	  WA	  wanted	   to	   connect	  with	   others	   and	  make	   them	   feel	   that	  they	   were	   not	   alone.	   She	   specifically	   wanted	   to	   remove	   the	   anonymity	   and	  impersonal	  message	  conveyed	   in	  medical	   literature	  about	   surgical	  procedures	  (1:14:37).	   As	   Ehlers	   &	   Krupar	   argued,	   “the	   medical	   arena	   depersonalizes	  representations	   of	   the	   body	   with	   breast	   cancer;	   from	   medical	   pamphlets	   to	  medical	   studies,	   the	   body	   generally	   appears	   passive,	   injured,	   damaged,	   and	  divorced	   from	   subjectivity”	   (2012,	   p5).	   By	   making	   visible	   her	   body	   and	  experiences,	  WA	  felt	  empowered	  to	  overcome	  this.57	  	  	  WA	  used	  the	  heightened	  sense	  of	  agency	  afforded	  by	  the	  camera	  to	  explore	  her	  body	   for	   herself,	   both	   for	   creative	   fulfilment	   and	   therapeutic	   benefit;	   to	  contemplate	  and	  negotiate	  her	  changed	  body,	  and	  to	  explore	  past	  and	  present	  emotions.	   She	   created	  a	   ‘ducket’”	   (the	  white	  board)	  which	   she	  used	   to	   revisit,	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
	  








reconstruction	   in	   the	   here	   and	   now	   of	   the	   film.	   The	   chronology	   of	   the	   still	  photographs	  (36:45-­‐41:05;	  43:28-­‐45:18)	  showed	  a	  body	  in	  flux,	  under	  revision,	  that	   may	   seem	   out	   of	   order	   to	   anyone	   expecting	   outward	   physical	   linear	  progress.	   However,	   despite	   nearing	   the	   end	   of	   the	   long	   surgical	   process,	   she	  viewed	   her	   breast	   reconstruction	   in	   line	   with	   Nadine	   Ehler’s	   polemic	   which	  offered	  a	  compelling	  critique	  of	  the	  tendency	  to	  describe	  breast	  reconstruction	  as	  normalising.	  “Everything	  is	  not	  'back	  to	  normal'	  because	  I	  now	  have	  two	  new	  'breasts'	   (or	  mounds	   of	   flesh	   that	   resemble	   breasts	   even	   if	   they	   don't	   exactly	  function	  like	  breasts)	  now,	  perhaps,	  with	  'nipples’”	  (email	  correspondence).	  	  	  I	  want	   to	   provide	   a	   brief	   contextualisation	   of	   the	   individual	   responses	   to	   and	  representations	   of	   undergoing	   mastectomies	   in	   the	   research.	   Audre	   Lorde’s	  arguments	   were	   grounded	   in	   a	   rejection	   of	   reconstruction.	   Nadine	   Ehlers	  (2012)	   challenged	   Lorde’s	   view	   with	   a	   contemporary	   theoretical	   perspective	  that	   is	  relevant	  to	  the	  wide	  range	  of	  surgical	  and	  medical	  choices	  made	  by	  the	  participants	   in	  my	  research.	  Ehlers	  acknowledged	  the	  historical	   importance	  of	  Lorde’s	   work	   and	   did	   not	   dismiss	   her	   theorising;	   however,	   she	   saw	   Lorde’s	  rejection	  of	  reconstruction	  as	  an	  oversimplification.	  Ehlers	  argued	  that	  viewing	  the	   prosthesis	   as	   “a	   dangerous	   fantasy”	   that	   denied	   experience	   (Lorde,	   1980,	  p16,	  quoted	  in	  Ehlers,	  2012,	  p125)	  inhibits	  acceptance	  of	  a	  post-­‐surgery	  body.	  It	  is	  thus	  at	  odds	  with	  post-­‐structuralist	  theorising	  on	  both	  the	  docility	  of	  bodies	  and	  the	  understanding	  of	  the	  body	  “as	  never	  ‘‘natural,’’	  but	  as	  co-­‐emerging	  with	  
















as	  key	  examples.	  	  	  In	  continuing	  to	  address	  the	  question,	  what	  impact	  did	  the	  research	  have	  on	  the	  









	  My	   aim	   in	   this	   research	   was	   to	   develop	   an	   ethical,	   collaborative	   visual	  ethnography	   to	   explore	   and	   make	   visible	   individual	   experiences	   of	   breast	  cancer.	   Through	   my	   thesis	   and	   practice	   I	   have	   questioned	   how	   we,	   as	  researchers	   and	   filmmakers,	   investigate	   and	  make	   visible	   the	   lives	   of	   others.	  Breast	  cancer	   is	  a	  highly	  conspicuous	  disease	  within	  the	  population,	  but	  much	  knowledge	  of	  individual	  experience	  is	  often	  either	  lost	  or	  generalised	  concealed	  by	   hegemonic	   research	   and	   filmmaking	   practices.	   A	   heavy	   reliance	   on	  predetermined	   themes,	   questionnaires	   and	   even	   scripts,	   and	   a	   tendency	   to	  submit	  to	  persuasive	  narratives	  to	  appeal	  to	  audiences	  and	  broadcasters,	  often	  characterises	   established	   production	   processes.	   Individual	   testimonies	   are	  frequently	  compressed	  to	  easily	  consumed	  sound	  bites,	  bolstered	  using	  'expert'	  voices,	  and	  subjugated	  to	  director’s	  views	  and/or	  broadcast	  agendas.	  	  	  My	   thesis	   focussed	   on	   a	   critical	   analysis	   of	   the	   process	   of	   collaboratively	  producing	   knowledge.	   In	   answering	   each	   research	   question	   I	   have	   prioritised	  the	   research	   encounter.	   My	   study	   design,	   whilst	   grounded	   in	   collaborative	  visual	  ethnography,	  has	  drawn	  from	  a	  number	  of	  other	  disciplines	  in	  response	  to	  the	  both	  the	  research	  process	  and	  the	  emerging	  findings.	  	  In	  this	  conclusion	  I	  summarise	  the	  answers	  to	  my	  research	  questions;	  state	  my	  original	   contribution	   to	   knowledge;	   propose	   secondary	   use	   of	   the	   research	  material;	  describe	  some	  limitations	  of	  the	  work	  and	  make	  recommendations	  for	  future	  research.	  	  	  RESEARCH	  QUESTIONS	  The	   following	   research	   questions	   were	   identified	   and	   answered	   through	   my	  thesis	  and	  practice:	   	  Is	  the	  methodology	  an	  effective,	  respectful	  way	  of	  producing	  




we,	  as	  co-­‐participants	  emplaced	   in	  the	  research?	  What	  role	  did	  the	  collaborative	  
edit	  and	   feedback	  screenings	  play?	  How	  best	  to	  display	  and	  engage	  with	  copious	  
amounts	   of	   polyphonic	   ethnographic	   material?	  How	   were	   the	   cameras	   used	   as	  
tools	  of	  audiovisual	  inscription?	  What	  impact	  did	  the	  research	  have	  on	  the	  lives	  of	  
the	   participants?	   In	   response	   to	   my	   practice,	   an	   additional	   question	   was	  identified	  and	  addressed:	  What	  ethical	  guidelines	  arose	  from	  this	  research?	  	  	  	  
Is	  the	  methodology	  an	  effective,	  respectful	  way	  of	  producing	  new	  knowledge,	  and	  
new	  ways	   of	   knowing,	   about	   illness	   experiences?	   I	   have	   proposed	   through	   my	  thesis	   that	   this	   collaborative	   visual	   methodology	   has	   been	   a	   novel,	   ethical,	  therapeutic	   and	   successful	   way	   to	   explore	   individual	   experiences	   of	   breast	  cancer.	   A	   key	   aim	   of	  my	  methodology	  was	   to	   reduce	  my	   interventions	   in	   the	  research	  and	  enable	  participants	   to	   “become	  authors	  of	   their	  own	  stories	  and	  not	  just	  the	  subjects	  of	  others’	  stories”	  (McLaughlin,	  2003,	  p177).	  I	  have	  argued	  that	  there	  is	  a	  compelling	  need	  to	  deconstruct	  and	  reconsider	  the	  interview	  as	  the	   most	   frequently	   adopted	   methodological	   tool	   in	   social	   research.	   I	   have	  proposed	   that	   it	   reduces,	   homogenises	   and	   regulates	   experiences.	   	   I	   was	   not	  present	  during	   filming	  unless	   invited	   into	  the	   frame.	   I	  guided	  the	  participants:	  “you	  know	  you	  have	  been	  invited	  to	  take	  part	  because	  you	  have	  had	  a	  diagnosis	  of	  breast	  cancer.	  You	  are	  being	  given	  a	  camera	   for	   three	   to	  six	  months	   to	   film	  whatever	  is	  important	  to	  you.”	  I	  acknowledged	  and	  exposed	  my	  role	  in	  the	  co-­‐construction	  of	   knowledge,	  making	  no	   claims	  of	   being	   a	  neutral	   presence	   and	  urged	  consideration	  of	  research	  relationships	  and	  researcher	  positioning,	  which	  I	   describe	   in	  more	   detail	   below.	   I	   identified	   the	   possibility	   that	   research	   that	  originates	  from	  and	  is	  situated	  in	  a	  clinical	  setting	  can	  codify	  responses.	  	  	  Two	   important	   factors	   emerged	   in	   the	   research	  process	  with	   regard	   to	   ethics	  and	   led	   to	   me	   ask	   a	   further	   research	   question:	  What	   ethical	   guidelines	   arose	  




agreement	  established	  before	   the	   research	  has	   started.	  Ownership	  of	  material	  should	  be	  clearly	  agreed	  and	  collaboration	  on	  future	  use	  of	  the	  material	  should	  continue	   after	   cessation	   of	   the	   research,	   with	   right	   of	   veto	   remaining	   with	  participants.	  	  	  Ethical	  considerations	  and	  consent	  should	  feed	  participants’	  views	  back	  into	  the	  study	  design	  and	  research	  space.	  I	  had	  set	  parameters	  in	  consultation	  with	  the	  medical	  profession	  for	  the	  inclusion	  of	  individuals	  in	  the	  study.	  For	  example,	  we	  decided	  that	   for	  anyone	  still	  receiving	  chemotherapy	  participating	   in	  a	  project	  of	   this	   nature	   could	   possibly	   be	   unethical,	   due	   to	   the	   side	   effects	   of	   the	   drug	  treatment,	   and	   that	   the	   study	   should	   be	   restricted	   to	   primary	   breast	   cancer.	  However,	  two	  participants	  disagreed	  with	  these	  binary	  distinctions.	  BE	  strongly	  expressed	  that	  she	  wished	  she	  had	  been	  able	  to	  use	  the	  camera	  from	  the	  point	  of	  her	  diagnosis,	  and	  DE,	  who	  has	  secondary	  breast	  cancer	  felt	  passionately	  that	  a	  project	  of	  this	  nature	  should	  contain	  a	  perspective	  of	  secondary	  breast	  cancer.	  Arguably,	  whilst	   a	   safeguard	   against	   the	   (at	   the	   time)	   unknown	   effects	   of	   the	  research,	   the	   parameters	   were	   paternalistic.58	  I	   would	   still	   argue	   that	   most	  research	  interventions	  during	  active	  treatment	  for	  cancer	  should	  be	  carried	  out	  —	  if	  at	  all	  —	  with	  extreme	  caution,	  however	  therapeutic	  projects	  where	  control	  of	  time	  and	  energy	  invested	  lies	  with	  the	  participant,	  may	  be	  helpful.	  	  
How	  were	  we,	  as	  co-­‐participants	  emplaced	   in	  the	  research?	  My	  background	   and	  outsider	  status	  did	  make	  me	  think	  carefully	  about	  my	  positioning	  in	  relation	  to	  the	  participants	  in	  this	  research,	  as	  well	  as	  the	  ethical	  positioning	  of	  researchers	  in	   general.	   I	   cautioned	   that	   intimate	   research	   relationships	   and	   working	  “nearby”	   are	   not	   unproblematic	   concepts.	   I	   questioned	   the	   possibility	   of	  becoming	   “similarly	   situated”	   (Pink,	  2012b,	  p50)	   for	  outsider	   researchers,	  but	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
	  




argued	   too	   that	   having	   shared	   experience	   is	   not	   a	   guarantee	   of	   an	   equitable	  research	  relationship.	  In	  advising	  future	  researchers,	  I	  do	  not	  promote	  distant,	  observation	   but	   I	   do	   suggest	   that	   working	   at	   a	   respectful	   proximity	   to	  participants	   involves	   creating	   space;	   space	   that	   incorporates	   and	   values	   their	  experiential,	  expert	  knowledge;	  their	  views	  on	  the	  research;	  and	  their	  research	  aims	  —	   feeding	   them	  back	   into	   the	   research	  process.	   In	  addition,	   the	   trusting	  research	   relationship	   necessary	   to	   generate	   such	   rich,	   personal	   testimonies	  would	  be	  broken	  if	  cameras	  were	  routinely	  handed	  out	  for	  data	  production.	  	  Whilst	   I	   have	   tried	   to	   make	   my	   role	   visible	   through	   the	   presentation	   of	   my	  diaries	  in	  the	  installation	  space	  and	  in	  the	  writing	  of	  this	  thesis,	  I	  still	   feel	  that	  there	   is	   ambiguity	   and	   I	   have	   failed	   to	   master	   the	   act	   of	   revelation.	   Maybe	  though	  as	  researchers	  it	  is	  impossible	  to	  fully	  reveal	  our	  role	  whilst	  still	  claiming	  to	  represent	  others:	  surely	  then	  the	  research	  process	  becomes	  an	  investigation	  of	  us	  and	  not	  the	   lives	  of	  others?	  In	  re-­‐reading	  my	  thesis	  —	  I	  wonder	   if	   I	  have	  conveyed	   enough	   of	   the	   sense	   of	   the	   privileged	   I	   have	   felt,	   and	   have	  contemplated	   if	   it	   would	   have	   been	   better	   if	   the	   encounters	   I	   had	   with	   the	  participants	  had	  been	  filmed.	  But	  then,	  if	  the	  relationships	  had	  been	  subject	  to	  the	   camera’s	   gaze	   and	   record,	   they	   unquestionably	   would	   have	   not	   been	   the	  same.	   It	   is	   possible	   that	  we	  had	   such	   strong	  mutually	   respectful	   relationships	  




disseminating	  the	  work	  I	  aim	  to	  fulfil	  their	  wish	  to	  reach	  these	  audiences.59	  The	  film	   as	   a	   process	   for	   self-­‐fulfilment	   and/or	   benefit	  was	   also	   acknowledged	  by	  most.	   Sarah	  Pink	   (2001)	   is	   rightly	   critical	   of	   projects	   that	   fail	   to	   address	   how	  participants	  interpret	  what	  is	  being	  asked	  of	  them	  in	  research	  contexts.	  	  
What	   role	  did	   the	   collaborative	   edit	  and	   feedback	   screenings	  play?	  Participants	  were	  asked	  not	  to	  delete	  any	  footage	  during	  the	  research	  process,	  and	  whilst	  I	  proposed	   that	   feedback	   screenings	   may	   have	   greater	   significance	   in	   projects	  where	   participants	   had	   not	   been	   filming	   themselves	   or	   if	   there	   had	   been	   a	  decision	  to	  markedly	  reduce	  the	  amount	  of	  footage,	  feedback	  screenings	  form	  a	  necessary	   safeguard	   in	   ethical	   filmmaking.	   It	   was	   a	   helpful	   process	   for	   those	  who	  did	   take	   part	   in	   order	   to	   prioritise	   footage.	  Only	   one	  participant	   became	  closely	   involved.	  Lack	  of	  take	  up	  should	  not	   justify	   its	  exclusion	  from	  research	  practices.	  	  
How	  best	  to	  display	  and	  engage	  with	  copious	  amounts	  of	  polyphonic	  ethnographic	  
material?	  The	  single	  screen	  intercut	  documentary	  originally	  planned	  could	  not	  adequately	  contain	  the	  nine	  perspectives	  and	  multiple	  ways	  of	  experiencing	  and	  representing	   breast	   cancer.	   There	   were	   several	   factors	   that	   led	   to	   the	  consideration	   of	   alternative	   ways	   of	   presenting	   visual	   ethnographic	   data:	   the	  resistance	   of	   the	   research	   material	   to	   a	   conventional	   intercut	   documentary	  format;	   the	  desire	   not	   to	   reify	   the	   evidence	   into	   a	   ‘grand’	   illness	   narrative;	   to	  privilege	  the	  individuality	  of	  each	  narrative;	  the	  individual	  styles	  of	  filmmaking	  and	  relationship	  with	  the	  camera;	  as	  well	  as	  the	  quantity	  deemed	  important	  by	  the	   participants.	   This	   decision-­‐making	   is	   in	   line	   with	  McLaughlin	   (2010)	   and	  Basu	  (2009).	  	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
	  




Nine	   individual	   films	   were	   edited,	   as	   Rouch	   in	   Chronicle	   of	   a	   Summer,	   as	   a	  chronology	  of	   filming.	  A	  priority	  was	   to	  maintain	   intact	  cademes.	  There	  was	  a	  deliberate	   archival	   feeling	   to	   the	   material	   and	   I	   was	   unconcerned	   about	  narrative	  gaps,	  contradictions	  and	  iterations.	  	  	  Cahal	  McLaughlin,	  Kutluğ	  Ataman,	   and	  Ann-­‐Sofi	   Sidén	  have	  all	   exhibited	   films	  that	   explore	   social	   issues	   in	   the	   gallery	   or	   installation	   spaces.	   My	   aims	   in	  presenting	   the	   research	   material	   were	   to	   promote	   an	   intimate	   sustained	  engagement	  with	  the	  films,	  respect	  the	  individuality	  of	  experience	  and	  preserve	  the	  dignity	  of	  participants.	  I	  wanted	  to	  use	  the	  installation	  as	  an	  opportunity	  to	  disrupt	   the	   ‘taken	   for	   granted-­‐ness’	   of	   experiences	  of	  breast	   cancer	   and	   resist	  binary	   readings.	   I	  have	  proposed	   that	   the	   installation	  space	  and	  viewing	   films	  on	  loops	  is	  well	  suited	  to	  the	  open-­‐ended	  nature	  of	  the	  research	  material	  which	  is	  made	  of	  multiple	  self	  contained	  narratives	  and	  depicts	  illness	  experiences	  as	  chaotic	  with	  unstable	  boundaries.	  	  




camera;	  anthropomorphising	  the	  camera	  as	  a	  therapist-­‐listener	  or	  friend;	  being	  absent	  from	  the	  frame;	  and	  premeditated	  thought	  and	  planning.	  	  	  Any	   initial	   pensive	   hesitations	   were	   soon	   overcome	   for	   eight	   out	   of	   nine	  participants.	   Despite	   the	   contemplative	   start	   for	   some,	   the	   control	   the	   open-­‐ended	  methodology	  offered	  the	  participants	  was	  valued.	  Jerslev’s	  performative	  lens	  was	  helpful	  for	  theorising	  the	  process	  of	  engaging	  with	  the	  camera	  in	  a	  way	  that	  acknowledged	  that	  any	  self-­‐consciousness	  was	  not	  a	  “failed	  attempt	  to	  act	  naturally”	  (2005,	  p103)	  but	  rather	  requisite	  to	  engaging	  with	  the	  research.	  	  	  




asked	  not	  to	  continue	  with	  the	  research.	  There	  were	  no	  negative	  effects	  for	  her	  from	  participating,	  but	  she	  did	  not	  find	  the	  process	  helpful.	  	  My	   findings	   show	   ambivalence	   about	   recalling	   past	   experiences	   and	   the	  




SECONDARY	  USE	  OF	  THE	  RESEARCH	  MATERIAL	  The	   choice	   of	   nine	   separate,	   durational	   films	   and	   the	   installation	   platform	  satisfied	   many	   ethical	   obligations	   in	   terms	   of	   privileging	   the	   knowledge	  produced	  by	  the	  participants,	  however,	   there	   is	  a	   further	  responsibility	  on	  me	  for	  the	  work	  to	  reach	  as	  wide	  an	  audience	  as	  possible.	  	  
i.	  Further	  Exhibitions.	  The	  exhibition	  will	  tour	  to	  other	  cities	  in	  the	  UK.	  Plans	  are	  already	  underway	  in	  Manchester.	   Four	   other	   cities	   are	   tentatively	   proposed:	   Dundee,	   Birmingham,	  Cardiff,	  and	  Newcastle.	  However,	  audience	  numbers	  will	  still	  be	  lower	  than	  for	  a	  single	  screen	  film.	  
ii.	  Single	  Intercut	  Documentary	  Although	  compromise	  on	  depth	  and	  individual	  experience	  was	  necessary,	  single	  intercut	  perspectives	  have	  already	  been	  made	   to	   show	   to	  clinical	  and	  support	  groups,	   and	   a	   single	   screen	   documentary	   will	   be	   edited	   collaboratively.	   It	   is	  hoped	  that	  this	  will	  increase	  audiences	  that	  the	  research	  material	  reaches.	  A	  key	  aim	  is	  to	  submit	  to	  BreastFest	  2016.	  Participants	  will	  be	  individually	  consulted	  about	  each	  proposed	  outcome.	  	  
iii.	  Archive	  The	  research	  material,	   subject	   to	  consent	   from	  all	  participants,	  will	  be	  kept	  as	  an	   archive	   for	   access	   by	   future	   researchers.	   Currently	   discussions	   are	   taking	  place	  with	  the	  Wellcome	  Collection,	  London.	  	  LIMITATIONS	  




for	   itself’	   in	   the	   installation	   and	   to	   not	   be	   reduced	   through	   a	   written	   critical	  analysis	  and	  theoretical	  interpretation.	  	  	  To	  have	  encouraged	  self-­‐expression	  then	  subject	  what	  is	  said	  to	  the	  scrutiny	  of	  academic	   analysis	   felt	   uncomfortable.	   However,	   there	   is	   a	   vast	   body	   of	  knowledge	   produced	   that	   can	   make	   a	   valuable	   contribution	   to	   medical	   and	  health	  care	  literature,	  and	  the	  participants	  are	  encouraging	  of	  the	  dissemination	  of	   the	   findings.	   The	   NCRI	   2014	   tamoxifen	   paper,	   details	   of	   which	   are	   in	  Appendix	  5,	  is	  an	  example	  of	  this	  wider	  dissemination.	  	  
	  
Older	  women	  One	  limitation	  of	  my	  work	  left	  unexplored	  is	  that	  no	  older	  participants	  took	  part	  in	  the	  research.60	  There	  are	  a	  number	  of	   factors	  why	  this	  may	  have	  happened.	  Firstly,	   one	   cannot	   ignore	   the	   logistical	   and	   financial	   limitations	   of	   a	   single	  researcher	   co-­‐ordinating	   polyphonic	   research	   —	   moving	   beyond	   nine	  participants	   in	   various	   geographical	   locations	   would	   simply	   not	   have	   been	  feasible.	   Whilst	   I	   did	   target	   elderly	   groups,	   simultaneously	   I	   was	   responding	  positively	  to	  everyone	  who	  expressed	  an	  interest	  in	  taking	  part	  	  	  —	  not	  wishing	  to	   turn	   anyone	   down.	   I	   quickly	   reached	   capacity	   and	   left	   no	   ‘space’	   to	   more	  actively	  pursue	  older	  age	  groups.	  I	  could	  have	  said	  ‘no’	  to	  people	  who	  wanted	  to	  participate,	   but	   genuinely	   did	   not	   want	   to	   do	   so.	   In	   speculating	   why	   this	  research	   appealed	   less	   to	   older	   women:	   it	   could	   have	   been	   the	   visual	  methodology	   and	   technology;	   it	   could	   have	   been	   a	   greater	  acceptance/expectation	  of	  developing	  breast	  cancer;	   it	  would	  be	  interesting	  to	  explore	   this	   in	   greater	   depth.	   I	   can	   conclude	   though	   that	   when	   an	   open	  invitation	   to	   participate	   in	   visual	   research	   is	   issued,	   younger	   age	   groups	  respond.	   For	   future	   visual	   research	   that	   wants	   to	   focus	   on	   older	   women,	  invitations	  may	  need	  to	  be	  more	  targeted	  and	  issued	  in	  person.	  	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
	  




Silences	  There	   were	   definitely	   silences	   in	   the	   films	   that	   originated	   from	   a	   number	   of	  sources,	   for	  example	  despite	   the	  durational	  nature	  of	   the	   films,	   there	  was	  still	  considerable	   loss	   in	   the	   edit.	   But	   there	   were	   silences	   surrounding	   what	   the	  participants	  chose	  to	   talk	  about,	  and	  whilst	   this	  was	  entirely	   their	  prerogative	  and	  indeed	  the	  point	  of	  the	  research,	  I	  contemplated	  whether	  more	  intervention	  by	  me	  could	  have	  permitted	  a	  productive,	  beneficial	  exploration	  of	  some	  issues.	  A	  notable	   example	   is	   in	  TO’s	   film.	   She	  made	   a	   single	   statement	   to	   convey	  her	  greatest	   fear:	   passing	   the	   gene	   on	   to	   her	   children	   (40:05).	   Other	   than	   in	   this	  statement	  she	  did	  not	  explore	  the	  issue	  more	  in	  the	  film,	  even	  though	  she	  talked	  to	  me	  about	  it	  in	  more	  detail.	  Could	  there	  have	  been	  a	  better	  resolution	  for	  TO	  through	   a	   more	   interventional	   engagement	   or	   if	   the	   research	   had	   been	  conducted	  within	  a	  feminist	  art	  therapy	  paradigm	  of	  confidentiality?	  


































Appendix	  1.	  Charities	  and	  Community	  Groups	  Contacted.	  	  
	  
Paul’s	  Cancer	  Support	  Centre	  http://www.paulscancersupportcentre.org.uk	  
The	  Haven	  Breast	  Cancer	  Support	  Centres	  http://thehaven.org.uk	  
CoppaFeel	  http://coppafeel.org	  
National	  Hereditary	  Breast	  Cancer	  Help	  Line	  http://breastcancergenetics.co.uk	  
West	  London	  Asian	  Cancer	  Support	  Group	  http://www.macmillan.org.uk/in-­‐your-­‐area/local-­‐dashboard/detail/Support%20groups/6949/Asian-­‐Cancer-­‐Support-­‐Group-­‐-­‐-­‐West-­‐London	  
Asian	  Women’s	  Breast	  Cancer	  Group	  http://www.awbcg.co.uk	  
Ponayi	  https://www.facebook.com/ponayicharity/info?tab=page_info	  
Trinjan	  Women’s	  Social	  and	  Community	  Group	  http://www.trinjan.co.uk/about.php	  
BME	  Cancer	  Communities	  http://www.bmecancer.com	  
Cancer	  Black	  Care	  http://www.cancerblackcare.org.uk	  
Asian	  Cancer	  Support	  Group	  North	  London	  http://canceractive.com/cancer-­‐active-­‐page-­‐link.aspx?n=2467&Title=Asian%20Cancer%20Support%20Group%20-­‐%20North%20London	  
Ealing	  Community	  Network	  http://www.ealingparkhealthcentre.nhs.uk/wp-­‐content/uploads/2013/07/ealing-­‐health-­‐self-­‐help-­‐directory-­‐printable-­‐version.pdf	  
Community	  Cancer	  Centre	  http://communitycancercentre.ning.com	  	  
Cancer	  Equality	  http://www.cancerequality.co.uk	  
The	  Macmillan	  Cancer	  Information	  Centres	  http://www.macmillan.org.uk/?gclid=CKfOyJiwr8UCFezHtAodaT8AkA	  
Macmillan	  Chinese	  Information	  Project	  http://www.cnhlc.org.uk/english/projects/cancer-­‐awareness/	  
The	  Mulberry	  Centre	  http://www.themulberrycentre.co.uk	  
Trojans	  http://www.trojansupport.me.uk	  
Age	  Concern	  http://www.ageuk.org.uk	  
Turkish	  Cypriot	  Women’s	  Project	  http://www.tcwp.org.uk	  
BetterDays	  http://www.betterdays.uk.com	  
Against	  Breast	  Cancer	  http://www.againstbreastcancer.org.uk	  
Breast	  Cancer	  Care	  http://www.breastcancercare.org.uk	  
Older	  Lesbian	  Network	  http://www.olderlesbiannetwork.btck.co.uk	  




Appendix	  2.	  Collaboratively	  Written	  Diagnostic	  Details.	  	  
WA	  discovered	  a	   lump	   in	  her	   left	  breast	   just	  after	   she	   stopped	  breast-­‐feeding	  her	   two	   and	   a	   half	   year	   old	   son.	   She	   knew	   instinctively	   that	   something	   was	  wrong	  though	  she	  and	  the	  doctor	  hoped	  it	  was	  just	  hormone	  changes.	  She	  was	  diagnosed	   with	   breast	   cancer	   in	   September	   2011	   aged	   41	   and	   in	   November	  2011	   had	   a	   mastectomy	  with	   immediate	   reconstruction	   using	   her	   tummy	   fat	  and	   skin	  with	   which	   she	   is	   delighted.	   She	   did	   not	   need	   chemotherapy	   or	  radiotherapy,	   which	   she	  was	   so	   relieved	   about.	   WA	   took	   tamoxifen	   for	  about	  two	  and	  a	  half	  years	  at	  her	  own	  dosages	  until	  she	  realised	  she	  really	  did	  not	  want	   to	   take	   it	   anymore	   and	   has	   now	   stopped.	   Recently	   there	   have	   been	  concerns	  about	  the	  other	  breast	  and	  she	  is	  choosing	  to	  deal	  with	  it	  through	  diet,	  supplements,	  homeopathy,	  herbs,	  yoga,	  reki,	  enemas	  and	  a	  healthy	  lifestyle.	  She	  now	  uses	  thermography	  instead	  of	  mammograms	  and	  has	  regular	  ultrasounds	  with	  her	  breast	  specialist	  doctor.	  	  




diagnosed	   with	   bi-­‐lateral	   primary	   breast	   cancer	   and	   triple	   negative	   breast	  cancer,	   followed	  by	  metastatic	  breast	  cancer	  in	  2010	  as	  the	  cancer	  had	  spread	  to	  her	  bones.	  She	  died	  in	  July	  2011	  aged	  38.	  	  EN	   underwent	   breast-­‐conserving	   surgery	   with	   a	   wide	   local	   excision	   and	  sentinel	   node	  biopsy	   in	  October	  2009.	  The	  node	  biopsy	  was	  negative	   and	  her	  tumour	   was	   found	   to	   be	   oestrogen-­‐positive.	   She	   received	   four	   rounds	   of	  Taxotere	   (Docetaxel)	   chemotherapy	   between	   December	   2009	   and	   February	  2010,	   followed	   by	   radiotherapy	   throughout	   March	   2010.	   EN	   began	   taking	  tamoxifen	  in	  April	  2010.	  She	  commenced	  a	  phased	  return	  to	  work	  in	  late	  April	  2010.	  	  After	  completion	  of	  her	   treatment,	   in	  early	  summer	  2010	  EN	  decided	  that	  she	  would	   like	   to	   have	   a	   bilateral	   mastectomy.	   In	   order	   to	   remove	   her	   risk	   of	  ovarian	  cancer,	  EN	  underwent	  a	  Bilateral	  Salpingo	  Oophorectomy	  in	  May	  2011.	  She	   began	   taking	   AdCal	   D3.	   To	   reduce	   her	   risk	   of	   a	   reoccurrence	   of	   primary	  breast	   cancer	   or	   a	   new	   primary	   breast	   cancer,	   she	   underwent	   a	   prophylactic	  bilateral	  mastectomy	  with	   DIEP	   reconstruction	   in	   October	   2011.	   Revisions	   to	  the	   reconstruction	   and	   abdominal	   scar	   took	   place	   in	   July	   2012,	   with	   nipple	  reconstruction	  in	  January	  2013,	  followed	  by	  nipple	  tattooing.	  	  	  In	  April	  2015	  EN	  will	  be	  five	  years	  post-­‐treatment.	  	  




BI	   found	   a	   lump	   in	   her	   left	   breast	   in	   May	   2011.	   She	   was	   33.	   	  BI	   made	   an	  appointment	   to	  see	   the	  doctor	  as	  soon	  as	  she	  could.	  The	  biopsy	  showed	  DCIS	  with	  one	   lymph	  node	  affected.	  Prior	  to	  the	  biopsy	  she	  had	   felt	  sure	  that	   it	  was	  going	  to	  be	  found	  to	  be	  cancerous.	  She	  had	  a	  wide	  local	  excision	  and	  an	  auxiliary	  node	  clearance,	   followed	  by	  chemotherapy	  and	  radiotherapy.	  Her	  husband	  had	  recently	  died	  from	  lung	  cancer.	  BI	  takes	  tamoxifen.	  	  	  	  
PA	   noticed	   some	   weeping	   from	   her	   breast	   in	   2009	   but	   initially	   felt	   both	  uncomfortable	   mentioning	   it	   to	   the	   doctor	   and	   also	   didn’t	   associate	   the	  symptoms	  with	  possibly	  being	  cancerous.	  However,	  her	  husband	  persuaded	  her	  to	  seek	  medical	  advice	  and	  she	  was	  diagnosed	  with	  cancer	  in	  her	  right	  breast	  in	  May	   2009,	   aged	   48.	   Following	   a	   mastectomy	   and	   removal	   of	   nodes,	   she	   had	  chemotherapy	  and	  radiotherapy,	  and	  now	  takes	  Letrozole.	  PA	  also	  has	  multiple	  sclerosis	  and	  diabetes.	  	  	  
DE	  was	  26	  years	  old	  when	  she	  was	  diagnosed	  with	  breast	  cancer	  in	  April	  2009.	  Following	   a	   lumpectomy	   she	   had	   chemotherapy	   and	   radiotherapy.	   She	   was	  diagnosed	   with	   secondary	   breast	   cancer	   following	   the	   birth	   of	   her	   son	   the	  following	  year.	  The	  cancer	  has	  now	  spread	  to	  bones	  and	  is	  in	  her	  spine	  &	  pelvis.	  She	  had	  further	  chemotherapy.	  DE	  currently	  takes	  tamoxifen	  and	  has	  herceptin	  administered	  intravenously	  and	  her	  cancer	  is	  stable.	  	  




she	  underwent	  tests.	  “As	  soon	  as	  I	  saw	  the	  radiographers	  face	  [during	  a	  scan],	  I	  knew	   the	  diagnosis”.	  A	   subsequent	  MRI	   scan	   revealed	   cancerous	   tissue	   in	  her	  right	   breast,	   and	   further	   investigations	   revealed	   her	   nodes	   were	   affected	   on	  both	  sides.	  The	  doctor	  described	  her	  cancer	  as	  cribiform.	  She	  asked	  if	  her	  cancer	  had	  spread	  beyond	  her	  nodes,	  the	  doctors	  said	  they	  did	  not	  know.	  She	  still	  finds	  it	  hard	   to	  come	  to	   terms	   that	  a	   "off	   the	  cuff"	  comment	  suddenly	   turned	   into	  a	  life-­‐changing	   event.	   It	   does	  however,	   she	   feels,	   prove	   awareness	   schemes	   and	  health	  clinics	  actually	  work	  and	  are	  saving	  lives.	  	  
TO	   found	  a	   lump	   in	  her	  breast	  when	  she	  was	  having	  a	  bath	  —	  completely	  by	  chance	  as	  she	  does	  not	  normally	  examine	  her	  breasts.	  The	  result	  of	  the	  biopsy	  was	  negative	  for	  cancer	  and	  she	  was	  given	  the	  option	  to	  have	  the	  lump	  removed	  or	  not.	  TO	  chose	   to	  have	   it	   removed.	  The	   lump	  was	   re-­‐biopsied	   in	  April	  2010	  and	  she	  was	  diagnosed	  with	  Stage	  3	  grade	  1	  triple	  negative	  cancer.	  TO	  was	  39	  years	   old.	   She	   had	   both	   chemotherapy	   and	   radiotherapy.	   In	   2011	   TO	   was	  diagnosed	   with	   the	   BRCA	   2	   gene	   mutation	   and	   had	   a	   oophorectomy	   in	  December	  2011.	  	  




























Release	  Form	  	  Identification	  Number	  for	  this	  trial:	  	  Title	  of	  Project:	  Name	  of	  Researcher:	  	  	  
I,	   	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  agree	  to	  the	  inclusion	  of	  my	  contribution	  in	  the	  VIVA	  installation,	  the	  
nature	  of	  which	  has	  been	  explained	  to	  me.	  I	  understand	  that	  my	  contribution	  will	  be	  
edited.	   	   	   	   	   	   	   	   	   	   	   	   	  
	   	   	   	   	   	   	   	   	   	   	   	   	   	  
	   	   	  
I	  give/do	  not	  give	  the	  researcher,	  Christine	  Douglass,	  use	  of	  my	  contribution	  (i.e.	  still,	  
motion	  pictures,	  sound	  track	  recordings	  and	  records	  of	  me)	  to	  publicise	  the	  VIVA	  
installation.	  
	   	   	   	  
I	  give/do	  not	  give	  the	  researcher,	  Christine	  Douglass,	  use	  of	  all	  still,	  motion	  pictures	  and	  
sound	  track	  recordings	  and	  records	  which	  are	  made	  of	  me,	  my	  voice	  and	  image	  for	  the	  




Appendix	  4.	  Research	  Diary.	  	  I	  reveal	  more	  detailed	  aspects	  of	  my	  diary	  with	  great	  caution.	  I	  have	  not	  wanted	  to	   offer	   participants	   the	   opportunity	   to	   tell	   their	   stories	   in	   their	   own	  words,	  choosing	  what	   knowledge	   and	   experiences	   they	   want	   to	  make	   public,	   only	   to	  then	   place	   their	   possibly	   unguarded	   conversations	   with	   me	   in	   the	   public	  domain.	   I	   have	  permission	   to	  use	   excerpts	   for	  my	   thesis.	   	   I	   have	  not	   included	  email	  correspondence	  between	  us.	  	  




















Contemplate	  how	  this	  will	  be	  reflected	  in	  her	  filming.	  	  Wonder	  if	  the	  process	  of	  	  filming	  will	  raise	  issues	  she	  isn’t	  prepared	  for.	  Or	  possibly	  if	  her	  diagnosis	  will	  remain	  unproblematic.	  	  	  	  Lively,	  charming,	  funny.	  	  Feels	   lucky	   to	   have	   caught	   it	   early	   and	   to	   have	   not	   needed	   chemotherapy	   or	  radiotherapy.	   Wants	   to	   help	   others	   in	   any	   way	   she	   can.	   Became	   a	   mentor	  through	   a	   support	   group,	   but	   finds	   it	   deeply	   upsetting	   when	   she	   sees	   young	  women	  diagnosed	  with	  breast	  cancer.	  	  	  Talks	  about	  her	  sister’s	  recent	  diagnosis	  with	  MND.	  Wants	  to	  be	  as	  supportive	  as	  she	  can.	  Feels	  it	  puts	  her	  breast	  cancer	  diagnosis	  into	  ‘perspective’.	  	  P81.	  July	  5,	  2012.	  WA.	  Met	   for	   the	   first	   time.	   Amazingly	   thoughtful	   and	   prepared.	   Emphasised	   how	  important	  exploring	  her	  experiences	  through	  art	  has	  already	  been	  to	  her.	  Aware	  that	   she	   has	   always	   looked	   so	   well	   during	   her	   treatment,	   sometimes	   people	  comment	   about	   this	   in	   a	   way	   that	   makes	   her	   feel	   a	   little	   defensive	   and	  apologetic.	  Also	  worries	  that	  the	  validity	  of	  her	  experiences	  may	  be	  called	  into	  question.	  	  	  Later	  I	  reflect	  on	  the	  heterogeneity	  of	  the	  disease	  in	  terms	  of	  outcomes	  for	  those	  diagnosed,	   which	   surfaces	   on	   a	   number	   of	   occasions	   in	   the	   research.	   Many	  express	  gratitude	  and	  relief	  at	  not	  being	  diagnosed	  with	  advanced	  disease,	  but	  at	   the	  same	  time	  feel	  an	  element	  of	  —	  guilt	  almost	  —	  certainly	  deep	  empathy	  and	   respect	   —	   when	   they	   meet	   people	   with	   a	   much	   poorer	   outcome	   or	  secondary	  cancer.	  	  	  
Revisit	   these	   thoughts	   again	   when,	   in	   2014,	   the	   awareness	   campaign	   about	  




[instead	   of	   pancreatic	   cancer]	   hits	   the	   headlines.	   Feel	   a	   marked	   ambivalence:	  
aware	  of	   the	  appalling	  outcome	  for	  those	  diagnosed	  with	  pancreatic	  cancer,	  but	  
simultaneously	   find	   the	   comparative	   wish	   of	   having	   breast	   cancer	   instead	  
offensive.	  	  	  	  P82.	  July	  13,	  2012.	  WA	  WA	  expressed	  how	  the	  film	  might	  help	  her	  address	  a	  range	  of	  issues	  in	  her	  life	  related	  to	  her	  breast	  cancer	  experiences.	  She	  identified	  certain	  aims	  when	  first	  diagnosed	  and	  recognised	  that	  these	  could	  be	  achieved	  through	  making	  her	  film.	  	  	  Again,	  feel	  so	  reassured	  when	  the	  participants	  identify	  the	  project	  as	  potentially	  helpful	   for	   them	   as	   individuals.	   In	   the	   planning	   stages	   of	   the	   research,	   I	   was	  primarily	  concerned	  with	  knowledge	  production;	  respecting	  and	  promoting	  the	  validity	   and	  value	  of	   experiential	   voices.	  Hadn’t	   fully	   anticipated	   (or	  hoped	   to	  presume)	  the	  potential	  for	  personal	  benefit	  from	  participating.	  	  P82.	  August	  31,	  2014.	  DE.	  Met	   in	   a	   hotel	   in	   London,	   she	   had	   come	   to	   London	   to	   spend	   an	   evening	  with	  friends.	  Expressed	  again	  how	  she	  had	  made	  the	  film	  as	  a	  legacy.	  Her	  description	  in	  a	  public	  place,	  a	  place	  where	  lives	  and	  anniversaries	  were	  being	  celebrated,	  was	   very	   sobering.	   At	   no	   stage	   did	   she,	   (has	   she	   ever),	   indicate	   any	   sense	   of	  feeling	  sorry	  for	  herself.	  	  	  Found	  myself	  close	  to	  tears.	  




cancer	  say:	  “its	  OK	  –	  the	  prognosis	  is	  good.	  You’ll	  be	  OK”	  –	  but	  the	  reality	  is	  the	  complete	  opposite	  of	  that.	  Wants	  to	  state	  things	  clearly:	  she	  “has	  a	  life-­‐limiting	  disease”	  but	  also	  that	  breast	  cancer	  does	  not	  define	  her.	  	  	  We	  reflect	  back	  on	  how	  she	  ‘persuaded	  me’	  to	  include	  her	  in	  the	  research.	  When	  we	   first	   spoke,	   I	   had	   set	   parameters	   to	   only	   explore	   experiences	   of	   primary	  cancer.	  How	  right	  she	  was	  to	  press	  me	  into	  including	  perspectives	  on	  secondary	  breast	   cancer.	   I	   feel	   dreadful	   that	   I	   even	  hesitated.	   Interesting	   to	   contemplate	  research	   parameters	  —	   the	   need	   to	   research	   defined	   groups,	   but	   how	   those	  who	  would	  like	  to	  take	  part	  but	  don’t	  fit	  these	  parameters	  are	  rarely	  considered.	  	  P83.	  August	  18,	  2014.	  BI.	  	  The	   iterative	   concerns	   expressed	   by	   participants	   of	   not	   burdening	   others	  resurfaced	   again.	   Really	   makes	   me	   more	   convinced	   about	   the	   therapeutic	  possibilities	  of	   filmmaking	  for	   individuals	  who	  have	  experiences	  of	   illness.	  But	  again,	   feel	   sadness	   that	   there	   is	   so	  much	   imposed	  silence	  between	  and	  within	  families	  and	  friends	  about	  feelings	  related	  to	  cancer.	  












P131.	  September	  18,	  2012.	  BE.	  Reflect	  on	  the	  shifting	  paradigms	  of	  breast	  cancer	  detection	  and	  the	  signs	  we,	  as	  women,	  are	  advised	  to	  look	  for.	  The	  insidious	  onset	  of	  the	  disease	  is	  now	  widely	  acknowledged	   and	   the	   focus	   of	   only	   looking	   for	   a	   breast	   lump	   has	   now	   been	  replaced	  by	  looking	  for	  any	  slight	  change	  that	  deviates	  from	  normal.	  	  	  I	   wonder	   if	   embarking	   on	   this	   research	   I	   will	   develop	   an	   anxiety	   about	  developing	   breast	   cancer.	  Will	   I	   obsessively	   check	  my	   breasts	   for	   example?	   I	  think,	   that	   having	   volunteered	   for	   a	   breast	   cancer	   charity	   for	   many	   years	  possibly	   I	  won’t.	  But	  have	  noticed	  already	  —	  almost	   subconsciously	  —	   I	  have	  stopped	  saying,	   if	  asked,	   that	  I	  do	  not	  have	  breast	  cancer.	  Rather	  stating	  that	  I	  have	   never	   been	   diagnosed	   with	   breast	   cancer.	   Unsure	   of	   the	   significance	   of	  this.	  	  









ii.	  Diary	  Excerpts	  presented	  in	  the	  Exhibition	  	  
June	  6,	  2012.	  BR.	  BR	   asked	   to	  meet	   in	   a	   coffee	   bar.	   I	   spent	  most	   of	   the	  meeting	  worried	   about	  eavesdroppers	  and	  their	  motives—	  didn’t	  want	  to	  encourage	  her	  to	  reveal	  more	  about	  her	  experiences	  of	  cancer	  than	  she	  was	  comfortable	  with	  in	  a	  public	  place.	  	  BR	  was	  perplexed	  by	  my	  anxiety	  and	  playfully	  teased	  me	  about	  my	  shyness	  in	  openly	  discussing	  cancer	  and	  death.	  	  
June	  25,	  2012.	  BI.	  Long	  phone	  conversation	  with	  BI.	  Great	  ideas	  but	  not	  filming.	  Camera	  still	  in	  the	  box.	  Contemplated	  making	  suggestions,	  but	  didn’t.	  BI	   sees	   the	  natural	   starting	  point	  for	  her	  film	  as	  her	  trip	  to	  the	  USA.	  Fingers	  crossed.	  	  
July	  2,	  2012.	  BI.	  Spoke	  on	  the	  phone.	  Has	  developed	  an	  acute	  pain	  in	  her	  spine.	  Health	  care	  team	  were	   reassuring.	   Understandably	   she	   is	   very	   anxious.	   Project	   seems	   totally	  irrelevant.	  	  	  
July	  10,	  2012.	  BI.	  BI’s	  voice	  barely	  recognisable	  on	  the	  phone.	  Was	   told	   there	   is	  a	  six-­‐week	  wait	  for	  a	  scan	  and	  she	  cannot	  imagine	  how	  she	  will	  endure	  the	  wait.	  The	  fear	  in	  her	  voice	  was	   overwhelming.	   Cancelled	   her	   trip	   to	   the	   States.	   Said	   she	  would	   call	  when	  she	  has	  news.	  	  





September	  4,	  2012.	  WA.	  Ate	  and	  talked	  in	  the	  sun	  on	  a	  deserted	  platform.	  WA	  stated	  that	  she	  feels	  a	  bit	  lost	  with	   the	   open-­‐ended	   nature	   of	   the	   project.	  Was	   surprised.	   She	   is	   filming	  really	  thoughtfully.	  Great	  breadth	  and	  variety.	  Said	  she	  doesn’t	  feel	  she	  is	  talking	  enough,	   and	   that	   many	   of	   her	   ideas	   have	   been	   hard	   to	   bring	   to	   fruition.	  Reiterated	  that	  she	  doesn’t	  have	  to	  talk	  —	  can	  just	  film,	  or	  take	  a	  break	  and	  step	  back	   from	   it.	  Revisited	  her	   ideas.	  Reassured	  her	   that	  her	   interpretation	  of	   the	  project	   and	   the	   work	   she	   is	   producing	   is	   outstanding.	   Contemplated	   if	   the	  project	   is	   too	   open	   ended.	   Should	   I	   have	   been	   more	   interventional	   and	  structured	  interviews?	  It	  is	  hard	  to	  talk	  to	  a	  camera	  alone.	  	  
January	  15,	  2013.	  BE.	  Revisited	   this	  moment.	   The	   holiday	   ended	   up	   being	   a	   turning	   point.	   She	  was	  glad	   she	   took	   the	   camera	   with	   her.	   My	   question	   reminded	   her	   of	   recording	  ‘normal’	  moments.	  Stated	  that	  it	  is	  really	  the	  only	  time	  I	  “led”	  her	  in	  the	  filming	  process.	  Anxiously	   raised	   the	   issue	  of	   the	   camera	  being	   a	   reminder	  of	   cancer.	  She	  said	  “far	  from	  it,	  it	  would	  have	  been	  helpful	  to	  have	  had	  the	  camera	  from	  the	  start,	  from	  my	  initial	  diagnosis,	  it	  became	  my	  invisible	  friend.”	  	  
January	  4,	  2013.	  BE.	  Didn’t	   sleep	  well	   last	  night.	  Woke	   for	   long	  stretches	  and	   thought	  of	  BE’s	  night	  time	   footage,	  her	   sleeplessness	  and	   the	   recording	  of	   the	  clock	  chalking	  up	   the	  hours	   and	   hours	   spent	   awake.	   Reminded	  me	   of	   my	   accident	   which	   triggered	  insomnia.	  Sought	  advice	  from	  a	  sleep	  clinic:	  “whatever	  you	  do	  don’t	  look	  at	  the	  clock	  when	  you	  wake	  in	  the	  night”	  they	  said.	  BE’s	  clock	  watching.	  Should	  I	  tell	  her?	  Recalled	  the	  all	  consuming	  tiredness	  of	  not	  sleeping,	  the	  physical	  sickness	  that	  stays	  with	  you	  all	  day,	  the	  blurring	  of	  thoughts,	  the	  fogginess,	  then	  the	  fear	  in	  the	  evening	  of	  going	  to	  bed	  and	  not	  sleeping.	  
	  




and	  son	  came	  and	  were	  sitting	  behind	  us.	  The	  hum	  of	  their	  jovial	  interactions	  a	  backdrop	   to	  our	  dissection	  of	   the	   films	  on	   the	   screen.	  After	   about	  30	  minutes	  there	  was	  a	  profound	  silence.	  Her	  husband	  quickly	  left	  the	  room.	  Red	  eyed,	  he	  returned.	   Stated	   that	   even	   though	   he	   felt	   that	   they	   had	   discussed	   everything	  regarding	  her	  diagnosis	  and	  prognosis,	  he	  had	  never	  heard	  her	  speak	  like	  that	  before.	  Requested	  not	  to	  watch	  any	  more.	  It	  was	  as	  if	  he	  had	  been	  projected	  into	  the	   future,	   imagining	   a	   world	   without	   her.	   DE	   commented	   that	   she	   didn’t	  entirely	  recognise	  herself	  in	  the	  film.	  She	  saw	  a	  strong	  person	  on	  the	  screen,	  but	  doesn’t	  feel	  strong.	  I	  saw	  —	  both	  next	  to	  me	  and	  on	  the	  screen	  —	  the	  strongest	  person	  I	  think	  I	  have	  ever	  met.	  She	  felt	  positive	  about	  everything	  she	  has	  shot.	  She	   was	   surprised	   by	   this	   as	   she	   thought	   she	   would	   ask	   me	   to	   edit	   out	  significant	  chunks,	  but	  would	  be	  happy	  for	  it	  all	  to	  be	  included.	  I	  wish	  it	  all	  could	  be.	  	  	  




Appendix	  5.	  Experiences	  of	  Tamoxifen.	  
	  
Shared	  Visual	  Anthropology	  &	  Breast	  Cancer:	  Experiences	  &	  Perceptions	  
of	  Tamoxifen	  Therapy	  in	  the	  Social	  Context	  of	  Women’s	  Lives.	  61	  	  I	  want	   to	   theorise	   the	   valuable	   experiences	   the	  participants	   chose	   to	   share	   in	  relation	   to	   their	   use	   of	   tamoxifen.	   In	   this	   section,	   rather	   than	   focusing	   on	   the	  processes	   of	   production,	   whilst	   acknowledging	   that	   the	   representations	   are	  situated,	   contingent	   and	   contextual,	   I	  will	   build	   on	   the	  work	   accepted	   for	   the	  NCRI	   2014	   Conference	   (Douglass	   et	   al.,	   2014)	   and	   apply	   the	   knowledge	  produced	   about	   the	   lived	   experience	   of	   taking	   tamoxifen	   to	   existing	   medical	  debates.	  	  Tamoxifen	   is	   the	  most	  widely	  prescribed	  hormonal	   therapy	  used	  as	   treatment	  for	  breast	  cancer.	  It	  is	  frequently	  prescribed	  for	  five	  years	  after	  active	  treatment	  finishes.	   Recent	   studies	   have	   indicated	   that	   increasing	   treatment	   to	   ten	   years	  may	   further	  decrease	  mortality	   (ATLAS,	  2013).	  Within	   the	  medical	  and	  health	  care	   literature	   there	   is	   a	   lack	   of	   information	   on	   the	   impact	   of	   the	   drug	   in	   the	  day-­‐to-­‐day	  lives	  of	  those	  prescribed	  it.	  62	  	  Tamoxifen	   significantly	   reduces	   the	   rate	   of	   breast	   cancer	   recurrence	   and	  mortality	  by	  a	  third,	   in	  women	  who	  have	  ER	  positive	  cancer	  and	  who	  take	  the	  drug	   for	   five	   years	   (EBCTCG,	   2011).	   However,	   despite	   this	   clear	   evidence	   of	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  




benefit,	   there	   is	  poor	  adherence	   to	  and	  persistence	  with	  prescribed	  protocols.	  McCowan	  et	  al.’s	  review	  of	  the	  medical	  literature	  cited	  that	  up	  to	  one	  third	  to	  a	  half	  of	  women	  do	  not	  take	  their	  tamoxifen	  as	  prescribed	  (McCowan	  et	  al.,	  2013).	  The	   treatment,	   despite	   being	   described	   in	   the	   medical	   literature	   as	   a	   “well	  tolerated	  and	  easily	  administered	  treatment”	  (Lash	  et	  al.,	  2006)	  does	  have	  side	  effects	  which	  are	  significant	  for	  many	  women.	  Side	  effects	  have	  been	  associated	  with	  cessation	  of	  treatment	  (Grunfeld	  et	  al.,	  2005,	  Lash	  et	  al.,	  2006,	  Pellegrini	  et	  








representation	   also	   contained	   detailed	   references	   to	   the	   side	   effects	   of	  tamoxifen:	   hot	   flushes,	   sleeplessness,	   fatigue,	   and	   rash.	   In	   addition,	   tamoxifen	  had	  caused	  physical	  changes	  to	  her	  endometrium.	  Initially	  it	  was	  feared	  that	  the	  changes	   were	   cancerous.	   Her	   life	   during	   filming	   was	   dominated	   by	   these	  medical	  investigations	  and	  the	  wait	  for	  results.	  	  	  She	   made	   visible	   the	   invasive	   unrelenting	   sleeplessness	   and	   nocturnal	   hot	  flushes	  caused	  by	   the	   tamoxifen	  through	   filming	  at	  night.	  Their	  regularity	  was	  also	  made	  apparent	   through	  her	  statement:	   “But,	  no	  sooner	  have	   I	  got	   in,	  and	  my	  hot	  flushes	  are	  coming,	  which	  is	  normally	  right.	  They	  normally	  start	  later	  in	  the	  evening.”	  	  	  Despite	   the	   severity	   of	   the	   side	   effects,	   she	   did	   not	   discuss	   discontinuing	   and	  waited	  for	  advice	  from	  the	  medical	  profession:	  	  	   The	  problems	   I	   am	  experiencing	  with	   the	  uterus	   they	   still	   believe	  are	  tamoxifen	   induced	  so	   they	  are	  going	   to	   leave	   it	  up	   to	   the	  gynaecology	  department,	   but	   they	   think	   it	   might	   mean	   that	   I	   either	   consider	   a	  hysterectomy	  or	  change	  the	  tamoxifen	  that	  I	  am	  on.	  (Correspondence)	  	  She	  described	  further,	  like	  WA,	  a	  profound	  loss	  of	  identity.	  She	  specified	  finding	  the	  growth	  of	  facial	  hair	  particularly	  upsetting:	  “especially	  following	  the	  chemo	  when	  you	  have	  no	  body	  hair.	  It	  is	  the	  extremes	  between	  the	  two	  and	  the	  fact	  I	  sometimes	  feel	  I	  could	  be	  mistaken	  for	  someone	  undergoing	  a	  gender	  change.”	  She	  also	  expressed	  that	  she	  found	  the	  idea	  of	  having	  to	  continue	  with	  tamoxifen	  for	  another	  5	  years	  “daunting.	  (Correspondence)	  	  BI	   and	   DE	   were	   of	   child	   bearing	   age	   when	   diagnosed	   with	   breast	   cancer.	  Preserving	  fertility	  in	  relation	  to	  taking	  tamoxifen63	  was	  a	  key	  issue	  for	  both.	  DE	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
	  




declined	   medical	   advice	   to	   take	   tamoxifen	   when	   it	   was	   offered	   to	   her	   as	   an	  additional	  precaution	  to	  her	  surgery,	  chemotherapy	  and	  radiotherapy:	  	   They	  wanted	  me	  to	  have	  herceptin	  and	  tamoxifen	  and	  things	   like	   that	  but	   I	  wanted	   to	   have	   a	   baby	   if	   I	   still	   could	   possibly	   have	   a	   baby.	   So	   I	  declined	   the	   treatment.	   They	   had	   always	   along	   the	  way	   said	   that	  my	  cancer	   wasn’t	   aggressive	   and	   they	   were	   giving	   me	   all	   the	   treatment	  they	   could	   as	   a	   precaution.	   They	   had	   taken	   cancer	   out,	   it	   wasn’t	  spreading	   ..	   it	  was	  fine.	  And	  I	  thought	  I	  can’t	  keep	  having	  everything	  a	  precaution	   because	   I	   will	   be	   here	   forever.	   That	   was	   going	   to	   take	  another	  five	  years	  out	  of	  my	  life	  and	  I	  just	  thought,	  what	  if?	  	  ….	  what	  if	  I	  don’t	  get	  pregnant	  in	  that	  time	  and	  I	  get	  my	  cancer	  back?	  And	  I	  thought	  I	  am	  going	  to	  decline	  it.	  I’ve	  done	  enough	  and	  I	  wanted	  my	  life	  back	  in	  order.	  So	  I	  declined	  and	  got	  pregnant	  the	  next	  month	  ......	  six	  days	  after	  he	  was	  born	  ….	  while	  they	  were	  scanning	  me	  they	  found	  that	  my	  cancer	  had	  come	  back	  and	  was	  now	  in	  my	  spine.	  	  	  DE	  now	  takes	  tamoxifen	  (and	  herceptin	  intravenously).	  She	  described	  how	  “you	  are	  stripped	  of	  your	  identity	  and	  …	  you	  look	  in	  the	  mirror	  and	  that	  person	  is	  not	  you	  anymore.	  I	  have	  put	  on	  three	  stone	  that	  I	  cannot	  shift.	  No	  matter	  how	  hard	  I	  try.	  It	  is	  a	  problem	  of	  the	  medication	  that	  I	  am	  on.”	  	  	  Tamoxifen	  featured	  in	  BI’s	  representation.	  As	  a	  younger	  women	  diagnosed	  with	  breast	  cancer	  she	   faced	  a	  similar	  predicament	   to	  DE	  —	  that	  she	  would	   like	   to	  have	  a	  child.	  In	  posing	  the	  question	  “do	  I	  want	  to	  be	  40	  when	  I	  am	  trying	  for	  a	  baby?”	  she	  contemplated	  the	  recommended	  prescribed	  protocols:	  	   what	   is	   the	   difference	   between	   three	   years	   and	   five	   years	   …	   I	   don’t	  know.	   I	  mean.	   It	   is	   certainly	   not	   something	   I	  will	   be	   trying	   to	   do	   any	  time	  soon,	  but	  it	  is	  something	  that	  is	  sort	  of	  in	  the	  back	  of	  my	  mind.	  It	  is	  not	  as	  if	  I	  can	  say	  right,	  lets	  start	  trying	  for	  a	  baby	  because	  I	  can’t.	  I	  have	  to	  come	  off	  the	  tamoxifen	  —	  we	  have	  to	  wait	  for	  six	  months	  to	  get	  it	  out	  of	  my	  system	  then	  you	  start	  trying,	  then	  if	  you	  don’t	  conceive	  do	  you	  go	  back	   on	   it?	   Do	   you	   want	   to	   be	   messed	   about	   ..	   and	   try	   fertility	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